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THE IMPACT OF A CHILD'S CHRONIC CONDITION

ON THE FAMILY SYSTEM

Virginia Ellen Hayes

There is little systematic research about the family-system impact of a

child's long-term health problem, and what has been reported cannot be

bound into coherent theoretical understanding of the family unit. In recent

years there has been steady, consistent publication of family-related research,

but day-to-day life and the system-wide effects of families grappling with a

child-member's chronic condition have not been studied.

This study used grounded theory to generate understanding of daily

family life in the presence of pediatric chronicity. Using a non-categorical

approach to the children's medical diagnoses, ten families were drawn from a

large metropolitan area using the principles of theoretical sampling.

Participant and non-participant observation and unstructured interviewing

were the primary methods used to study families' day-to-day lives. A wide

variety of family events was sampled and data was systematically collected

from individuals, dyads, and families together. Families were visited in

various settings and times of day, so a wide range of family activities and

interactions constitutes the data-base.

Although the chronic conditions of the 11 affected children in this study

were not complex or technologically demanding, and the families could all be

described as “doing well", this is a story of hard family work. The logistics of

day-to-day life require that things be constantly worked out. This was

perceived by the families to be more demanding of their energy and resources

than typical family life. Five basic processes were found to be associated with

working things out: balancing, managing, adapting, tolerating, and

maintaining the family image. In addition to these family-level processes,
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several individual-level concepts were described in this research, all related to

keeping perspective within the family unit; for example, parental monitoring

and managing, which includes the special skills needed to interact with the

health care system. Affected and well children also have unique, additional

work to do.

This research is broadly applicable to the understanding of families in

health care, particularly when a child has a chronic condition. Nursing and

other health care interventions, programs, and policy could be designed that

better address family care. The research also gives direction for further basic

research as well as intervention/outcome studies.
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The Impact of a Child's Chronic Condition on the Family System

CHAPTER 1

Context of the Research Problem

This research was a "next step" in a series of studies aimed to elucidate

the family effects of having a member who is a child with a long-term health

problem. In my research program, however, it was an initial attempt to glean

a family system perspective, rather than the perspective of family members.

In fact, whole-family studies are rare throughout the literature.

Specifically, this study was designed to generate theory about day-to-day

life when a child has a long-term health condition which, by definition,

affects the whole family. What is it actually like to live every day when one

of the family is a child with a long-term health problem? What family-wide

adjustments must be made in response to chronic conditions or disabilities?

What responses assist families in dealing with the extra demands of the long

term condition? What can families themselves tell us (and what can we

extrapolate) about health promotion, health maintenance, and health

improvement practices that are (or could be) part of daily life when a child

has a chronic condition?

This research addresses the gap in knowledge about young families and

pediatric chronicity that is illustrated by these questions. The study was

designed to generate much-needed theory about daily family life so that

health professionals and lay people might better understand what it is like to

be a family with a youngster who has an on-going health problem. The

theory that is explored here is based in families' own stories, collectively told

(verbally or behaviorally), but pieced together conceptually by the techniques

and processes of grounded theory. In turn, it provides a base for further

theory development, the design of further research to validate and test it, and



ultimately for the design and evaluation of health-related practices that

would ease families' work loads and foster child and family health.

The synthesis that unfolds in the following pages is a picture of love,

tenacity, frustration, work, sadness, and fulfillment. It is told in families'

own words and behaviors as much as possible, and represents only a "where I

am now" conceptualization of the daily family life when a child has a chronic

condition. (Continuation of this work is planned longitudinally over two or

more years.) These are families committed to the research process, who know

intuitively that the "big picture" cannot be understood in an interview or

two, who became committed to the longitudinal approach, and unselfishly

gave hundreds of hours of their time to assist someone to better understand

their situations so that their story could reach others, and ultimately benefit

families like themselves. This is also a picture of struggle, constant shifts and

adjustments, failures and successes, eloquently depicted by families who did

not intend to be eloquent. It is a "snapshot" into the internal workings and

affairs of families—one we are privileged to see, but must see in order to

understand, and in the case of health professionals, in order that we might be

more perceptive, more sensitive, and more accurate in our caring.

Pediatric Chronicity and Its Significance

First, a word about terminology. The terms chronic condition and long

term health problem are used interchangeably in this work. However, it

must be acknowledged that there is some controversy concerning

terminology in pediatric chronicity. Many parents object to the term chronic

illness being applied to their child when the long-term health problem is

something that must be adapted to for life and with which, when managed or

under control, their child is maintained in a healthy state; they resist the

labelling or placement of their children in the sick role and insist that their



children with asthma or diabetes are not seen as "ill". Such children may

have periods of illness, but may be healthy for long periods. The terms

disability and handicap are more commonly applied to those conditions that

are visibly disfiguring, such as cerebral palsy, some neurological disorders,

amputations and sometimes visual, hearing, or mental handicaps. Such

youngsters are not able (dis-able) to perform everyday tasks with the ease of

typical children. Although authors such as Susser & Watson (1971) and

Fraser (1980) clearly differentiate among terms like impairment, disability,

and handicap, in common usage they are interchangeable. In the health

professions, the term "chronic illness" in particular has become a

conventional, short way to refer to all conditions with long-term significance.

In this dissertation, however, I have chosen to use "chronic condition" as a

general term to capture all the long-term health problems that young families

deal with, partly because it is a more general, inclusive term.

Although definitions of a chronic condition abound (see the summary

in Lubkin, 1986, pp. 4-6 and Strauss, Corbin, Fagerhaugh, Glaser, Maines,

Suzcek, et al., 1984), Stein's (1989) was used in framing this study. She defines

a child's chronic condition as one that lasts three or more months or requires

at least one month of hospitalization annually. Thus, the term chronic

covers a broad range; some conditions do not render the child "ill" at all,

while at the other extreme are those that severely handicap health and

developmental outcomes.

With technological advancements in health care in the last three

decades, there has been a significant increase in the number of children with

conditions that limit their activities in some way. Stein (1989) estimated that

10-15% of children have a chronic health problem; about 10% of these are

considered severely ill, although the American National Association of



Children's Hospitals and Related Institutions (NACHRI, 1989) put the figure

higher at 2% of all children. "One hundred thousand [American] children are

estimated to be technology dependent (that is, require a medical device to

compensate for loss of a vital body function and need substantial nursing care

to avert death or further disability)." Since the Canadian population is

approximately 10% that of the United States (US), this would indicate that

about 10,000 children in Canada are so affected, although statistics are not kept

in comparable ways (Statistics Canada, 1986; 1989a; 1989b). Those chronically

ill children who live in institutions or who are hospitalized frequently or for

long periods consume a large proportion of the health dollars spent on child

health (Pless & Perrin, 1985), and limit the funds available to be spent on

pediatric wellness care.

Stein's (1989) estimate for the number of children who have functional

limitations that affect their daily lives was between 1 and 3%, whereas the

NACHRI (1989) assessment of the number of children affected by "at least one

chronic impairment that will require ongoing medical attention" is 20%. In

British Columbia where my study was conducted, this translates into

somewhere between 8900 and 176,000 of the province's approximately 880,000

children (BC Health Research Foundation, 1992), admittedly not a very

precise number, but large enough to clearly demonstrate the significance of

chronic health problems for the families of British Columbia and the

provincial health insurance scheme.

Because care in the formal health care system is costly, governments and

insurance schemes encourage family care whenever possible. Families

themselves also advocate to care for their chronically ill children as the public

becomes increasingly aware of the developmental advantages of home care

over institution-based care. Hence, there is a trend toward families



shouldering increasing responsibility for their ill child's care, but at their own

financial, physical, emotional, developmental, and social costs (Cohen &

Pinnick, 1989).

Largely, knowledge development about families and pediatric chronic

conditions has emphasized stressful effects for the children and their families

(McCubbin, 1988; Rose & Thomas, 1987; Stein & Jessop, 1984). Yet less

attention has been paid to the many families who cope effectively and

creatively, thriving despite the extra tasks and adaptations (e.g., (Abbott &

Meredith, 1986; McCubbin, 1989). In fact, except for anecdotal accounts, little is

known about family responses and adaptation to a child's chronic condition

(Feetham, 1984; Gilliss, 1989, Hayes, 1993). The little research and theory

published to date is focused on selected specific aspects of family life, such as

the family environment (Moos, 1979) and family functioning (Hayes & Knox,

1984; Roberts & Feetham, 1982) or sibling responses (Lavigne & Ryan, 1979;

McKeever, 1983). Almost exclusively, individual informants are used to try

to understand family system responses (Gilliss, 1989; Hayes, 1993; Moriarty,

1990).

The substantial literature about the impact of chronicity on peoples'

lives informs us about (older) individuals' or dyads' perceptions or responses

(Campbell, 1986). As well, there is a significant body of research concerning

family life in general, but studies directly related to health issues are rare, and

suffer for lack of guidance from well-developed theory. Essentially, there has

been almost no systematic evaluation of the day-to-day effects of living with a

chronically ill child on the family as a system, that is, research with the family

as the unit of analysis (Feetham, 1984; Gilliss, 1983; Hayes, 1993).



Socio-Economic Context

The care of the chronically ill child within the context of the family is

affected by broad, complex socio-cultural and political-economic factors

(Rosenberg, 1988). As the prevalence of chronic conditions increases, and

technological advances are viewed positively in North American society,

chronic illness is viewed less negatively. Related to this, there has been some

shift toward improved policies and services for children and families

(Hutchins & McPherson, 1989). The consumer movement and self-help

groups for parents and children are at once a product of, and a factor that

promotes, increased awareness of families' roles and power in affecting
health outcomes for children. These social forces stress health care

professionals' accountability and assist individuals in becoming more
confident and effective in dealing with the health care, social, and political

forces that affect child health and development. Civil rights, such as school

programs and wheelchair access in the community, are examples of

improvements affected by heightened consumer awareness and action.

Parents are increasingly confident and vocal in advocating for their children

(Cohen & Pinnick, 1989; Hutchins and McPherson, 1989).

One result of relatively recent social developments has been an increased

general awareness that children with health handicaps share many

characteristics of so-called healthy children and have rights to life experiences

like their healthy peers. Hence, there has been a movement away from

institutionalization and toward promotion of development through normal

contact with family and peers, such as school experiences (Hutchins and

McPherson, 1989; Stein, 1989). School "mainstreaming" and home and foster

home placement of severely disabled children have increased exponentially



in Canada in the past decade, and hospice and respite care for children have

recently received more attention and resources.

Another factor affecting chronically ill children's health and well-being is

indirectly related to recent medical advances, increased survival rates, and

longevity. As health care becomes more expert and technical, and personnel

are forced to become more specialized, care becomes more fragmented and

gaps in services are not easy to identify; multiple causes force multiple

solutions (Gale, 1989; Hutchins & McPherson, 1989; Oda, 1989; Stein, 1989).

Geographic separation of personnel and facilities compound this problem

(Stein, 1989), in turn forcing families to shoulder the coordination of services

and care (Hayes & Knox, 1984).

Chronically ill children use health services more than healthy or acutely

ill children and are likely to require more than average medical services

throughout their lifetimes (Stein, 1989). Currently, the public and

governments are demanding more accountable, cost-effective health services.

The professions (especially medicine) and agencies are being held accountable

for rising health costs (Ministry of Health, 1988). Economic pressures on

families are evident in Canada despite universal health insurance. There

may be considerable out-of-pocket expenses for families who have a

chronically ill child, and one parent (usually the mother) may be required to

remain out of the paid workforce in order to care for the ill child (Anderson

& Elfert, 1989; Cohen & Pinnick, 1989; Jacobs & McDermott, 1989). This has an

impact on the mother's sense of confidence, independence, job satisfaction,

and fulfillment (Mardiros, 1985; Stein, 1989), and reverberates through the

family system. Cost containment can be partially addressed by home care,

often a preferred choice for families, but at what cost to the family?



As mentioned earlier, the cumulative effect of these forces, particularly

the political-economic ones, is the overall shift to families assuming

proportionately more care of their chronically ill youngster. Advances in

technology permit children who could not have been at home a decade ago to

be cared for among family and friends, an obvious advantage to their

development, but placing excessive strain on family resources, human and

material. Families are sharing, by choice or requirement, the responsibility of

the organization and administration of their children's care (Anderson &

Elfert, 1989; Cohen & Pinnick, 1989; Jessop & Stein, 1989). "Now parents must

assume the awesome responsibility for monitoring their child's physiologic

status and for making medical judgements based on their observations"

(Cohen & Pinnick, 1989, p. 184). They must learn to operate and maintain

medical equipment and develop skills to perform complex medical

procedures. As care and its costs have shifted increasingly to families, support

services (such as home nursing and respite care), although improving, have

not grown in tandem.

At the same time, there is also movement towards considering the family

as the unit of care across health disciplines, or at least towards greater

acknowledgement that the family affects and is affected by a child's health

condition (Foster, Hunsberger, & Anderson, 1989; Hobbs & Perrin, 1985;

Hutchins & McPherson, 1989; Jessop & Stein, 1989). The effects of an illness

on child and family are now well documented; the reader is referred to

reviews by Burr (1985), Hobbs, Perrin, & Ireys (1985), Jessop & Stein (1989),

Klee (1989); Massie (1985), Sabbeth (1984), and Yoos (1987). However, there is

still much we do not know about short and long-term effects of chronic

conditions on both the children and their families (Jessop & Stein, 1989; Pless

& Wadsworth, 1989). Several authors cited here call for more sophisticated or



longitudinal studies and the development and more consistent use of theory

in the design of family research (Nye, 1988).

Research is an important cornerstone in the thrust towards the

improvement of nursing care for chronically ill children and families—both

basic and applied research are needed. We need to know more about the

impact on family life of having a chronically ill child, and what the best

resources and services are (currently existing or unavailable), plus their cost

effectiveness in human as well as monetary terms.

Background of the Research and the Researcher

This research grew out of my previous studies and clinical experience

with parents of chronically ill youngsters. In 1981, after many years of

working in a variety of hospital settings with children with acute and long

term health problems and their parents, Janet Knox and I began two projects

that examined hospital-related parent stress. These studies explored the stress

associated with hospitalization episodes for parents of children with (non

categorical) chronic conditions and subsequently with cancer (Hayes & Knox,

1984; Knox & Hayes, 1983). Parents were richly eloquent about their stress

experience in general, but in addition it was found that they located their

child's hospitalization in the context of all of family life, frequently

remarking on their concerns for the effects of the illness on the whole family.

A subsequent study of parents of children with asthma begun in 1984

rendered similar results (Hayes, 1989; Hayes, 1991). This study was

community based. A phenomenological approach explored parents'

experiences with children with asthma; again the effect was found to be

family-wide. This project also evaluated the effects of a Family Asthma

Education Program for children of pre-school and school age and their

parents using four quantitative measures and a quasi-experimental design.
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Parents in both the treatment group and the non-treatment group voiced

concerns in the qualitative data about the extra work and worry of parenting a

child with asthma, locating these in the context of day-by-day family life.

Parents describe a "tough" life of fears, anxieties, and unpredictability. There

are on-going hassles with the health care system.

Together these three studies demonstrated that compared with health

professionals, parents have different models of understanding the child's

illness, different priorities in management, and different views of the sources

of parental and family stress. The findings support the need to pursue more

family-focused research because parents are concerned about the family effects

of their children's conditions. According to the participants in these projects,

interventions and health care policy do not always foster family strengths.

These previous studies furnished a firm preparatory foundation for the

current work and provoked the questions about family unit responses that

lead to this research. The parental perspective of these studies, although

family-related as is most of the currently published research related to this

topic, constitutes only a partial picture of the interactions and processes of

family system responses to the presence of pediatric chronicity.

Purpose and Objectives

The purpose of this research, then, was to generate theory about the

impact of a child's chronic condition on the family unit or system, with a

focus on families' health care related actions, interactions and processes.

Gilliss (1991) recently admonished nurses to be clear in defining what they

mean by the term "family" in practice, research, and theory. Whall's (1986)

definition was used in this study: "the family is a self-identified group of two

or more individuals whose association is characterized by special terms, who

may or may not be related by blood-lines or law, but who function in such a
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way that that they consider themselves to be a family" (p. 241). In this

definition, there is recognition of the wholeness of the unit and an

implication of a systems approach. Within such a perspective, families have

structures, functions, assigned roles, modes of interacting, resources, and a life

cycle all of which may be affected by a child's chronic condition in a myriad of

complex ways.

Grounded theory was the major methodology for this project, but a

somewhat innovative ethnographic approach to data collection (using

triangulation of data sources as well as methods) was used to generate valid,

realistic theory about the effects of a child's long-term health problem within

daily family life. Specifically, the project's aim was to generate theory about

family actions, interactions, processes, and functions pertinent to the impact

of a child's chronic condition within the system.

Clinical practice and literature support the extensive and often stressful

effects of having a chronically ill child on family members (the child

her/himself, siblings, and parents), but very little family system research is

reported. The picture of increased stress and negativism has recently been

modified by some reports of positive coping and outcomes, but primarily this

work tends to reflect health professionals' perspectives rather than those of

families themselves. Also, much previous research has been based on

anecdotal accounts or data collected from individuals as the unit of analysis

and applied to family science through cross-level inference (Feetham, 1984;

Gilliss, 1991; Moriarty, 1990). In short, we know very little about the inter

relationships between families and chronic illness, particularly when the ill

member is a child (Campbell, 1986). Therefore, the results of this study add

significantly to our knowledge about families in health care in that their

work, strain, and needs have become clearer, firmly grounded in interviews
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and observations with whole families. It offers beginning theory about

families as systems—that is, the study of the family as the unit of analysis. In

turn, this directs further health research (including intervention studies) and

the design of better, cost-effective family programs and policies, particularly

targeted towards families who grapple with working out the multiple

internal and external demands related to a child's long-term health condition

at home.

Organization of the Dissertation

The next chapter addresses the assumptions and approach to the research

questions. It explicitly lays out relevant theoretical or operating forestructure

I brought to designing and collecting and analyzing data during the research.

These issues are also addressed throughout the work as relevant to specific

elements of the report, so Chapter 2 serves as an overview and introductory

summary. The third chapter presents a review of the related research in three

main sections. This serves to locate the work in the context of others',

primarily in nursing and other health-related fields. As analysis progressed,

as is common with grounded theory, concepts arising from the analysis were

systematically checked with the literature as well. This comparison of the

current findings with the existing literature in the family field is integrated

into the presentation of the findings in Chapters 5 & 6. The fourth chapter

summarizes the methodology. Enough detail has been presented to permit a

possible replication. This chapter encapsulates specific details about the

participant families, and therefore introduces the findings presented in the

two chapters that follow it. The findings have been conceptually divided for

presentation. Chapter 5 presents the overall framework, "working things

out", concentrating on family level analysis, and Chapter 6 develops the

analytic concepts related to family work, but emphasizes member level
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actions and interactions. Although some of these ideas center on individual

family members' perspectives, the focus throughout the analysis has been on

the family as one entity, a whole. The final chapter presents selected

implications of this work and present a challenge for continued research and

application. Supplementary information has been reserved for the

appendices. If the reader is interested in details that do not appear or wishes

to discuss aspects of the research, please write to me at the School of Nursing

at the University of British Columbia, T206, 2211 Wesbrook Mall, Vancouver,

British Columbia, V6T 2B5, Canada.
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CHAPTER 2

Forestructure: Theoretical Perspectives

The purpose of this study was to generate theory about daily family life

when a child has a chronic condition. Clearly, a researcher brings a

perspective to a study, whether its design is qualitative or quantitative. This

perspective is a complex weave of the individual's values and beliefs, a

composite of knowledge, life experience, and wisdom related both directly

and indirectly to the phenomenon of study. To fully explicate this

forestructure (Packer & Addison, 1989) would be impossible; even partial

explanation would be unwieldy. However, some explanation of the

theoretical underpinnings I brought to the research problem is important, for

it aids in understanding the interpretation made in developing the grounded

theory and in evaluating the rigor and credibility of the work. To this end,

this chapter briefly introduces a selection of theoretical constructs that

acknowledge many of the beliefs and values that colored my initial approach

to the problem of studying families and pediatric chronicity. Some of these

were challenged by the findings, some less so. As the theory presented in

subsequent chapters is developing and not static, more of these will be

confirmed and refuted as my research program, nursing practice, and life

experiences progress. Although a description of selected chronic illness

concepts provides a vocabulary for the ensuing discussion, it is not to be

construed as a framework for the study in the classic sense. The grounded

theory has its own framework.

Chronicity

As stated earlier, this study used as a working definition Stein's (1989)

notion that pediatric chronic illness is one that lasts three months or longer

or requires one month of hospitalization in one year. In fact, most concepts
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related to chronicity were developed in literature pertinent to adults, probably

a historical reflection of the relative numbers of chronically ill people during

the time when the knowledge base was growing most rapidly.

Until the last decade, chronicity was discussed more in sociology than in

the health sciences. In the 1950's, Parsons published his notion of sick role,

later to have it challenged by Mechanic, who contended the concept was

applicable only to acute illness (Gerhardt, 1990). Gerhardt (1990) recently

summarized the theoretical development around chronicity since Parsons.

Goffman's and Freidson's ideas of disability and stigma as social deviance,

and Scheff's work with the mentally ill and his notion of "irreversible

deprivation and self-deprecation" of their social role, were part of the 1960s

dialogue. "The idea of social role contained in the labeling or symbolic

interactionist perspective is that of career. That is, a series of more or less

structured stages is envisaged for sickness incumbency [of patients/sufferers]"

(p. 1150). Gerhardt (1990) pointed out that behind these and many of the

related works of the 1960s was a "critical impulse": sociology befriending the

disabled, disenfranchised, and powerless. The link between illness and

poverty became apparent during this period, and the medical-sociological

dissension was fanned into the '70s by Illich's exposition of iatrogenesis,

Navarro's negative views on class medicine, and works for lay audiences

Such as Strauss' Where Medicine Fails (1979).

Strauss contributed significantly to the chronic illness literature. He

began writing about chronicity in the 1970s when, he said, "there was

Virtually no interest in such matters by social or behavioral scientists. Nor

Was there then a great deal more awareness among health practitioners that

chronic illness management could be thought of in general terms rather than

in terms of specific illnesses" (Strauss, 1990, p. v). There have been great
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strides taken since then; many volumes and journals have been filled with

pieces about chronicity, in general as well as specific terms. The quality of the

developing knowledge is uneven, however; many works meld practitioner or

sufferer's experience with opinion. This is intuitively appealing but not

epistemologically credible. Programs of research like Strauss' own are still the

exception rather than the rule, though there is some evidence of change.

Currently, there is some agreement between medicine and sociology in

the mapping of chronic illness constructs. Medical sociology (or the sociology

of health) and clinically oriented writers and researchers have launched

many endeavors to promote better understanding of the experience of being

chronically ill. Largely, this work is qualitative in nature, though some

quantitative (largely survey) work has added significant knowledge about

selected concepts. It is interesting to note that the medicine-sociology

amelioration is synonymous with another trend, what Resnick (1984) has

termed a "transformation from a focus on the arresting and reversing of

biophysical pathology to the treatment and guidance of the whole person.

This shift is seen in the expansion of the term 'medical care' to 'health care"

(p. 29).

Strauss and Glaser's innovative volume of qualitative research, Chronic

Illness and the Quality of Life (1975), according to Gerhardt (1990), first put

qualitative research on chronic illness "on the agenda of medical sociology"

(p. 1153). This volume and its 1984 sequel make insights into the illness

process evident through grounded theory. Gerhardt (1990) says:

[There is al focus on an overall pattern of events and experience, a
time-related phenomenon. Strauss and Glaser describe the
various dimensions of life management that may be affected by a
chronic condition, and what type of action individuals and
families may take to remedy the situation. Their focus is on the
definition of the situation as held by the actors. In terms of what
the theory is grounded in that is discovered or elicited by the
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researcher aspiring to find the "theory based on data",... the
meaning of a situation—to an actor or all the actors concerned—is
sought since it is understood to determine social action. If, say,
time-related orientation (past, present, future) are found in
chronic patients' reactions to the onset crisis, this is seen as
equivalent to having discovered patients' action potential.
(p. 1153)

Strauss and his various colleagues have described many concepts central

to understanding chronic illness. As space does not permit adequate

discussion of the now large body of literature, some important ideas will be

defined and briefly expanded. Many of these have slipped into the vernacular

of nursing, and barely seem to need exposition; however, it must be

remembered that adults were the unit of analysis for much of this

development, and it should not be assumed that they carry over carte blanche

to children and their families.

The trajectory of chronic illness is one such notion. Strauss draws a

distinction between the course of an illness and its trajectory. Course is a

professional term referring to the characteristic phases of a disease, from onset

or awareness of first symptoms through stabilization, disappearance or

perhaps death. Trajectory, on the other hand, "refers not only to the

physiological unfolding of the sick person's disease but also to the total

Organization of work done over that course, plus the impact on those

involved in that work and its organization" (Strauss et al., 1984, p. 64). Hence,

the trajectory is experienced by the ill individual and his/her family, rather

than being usefully descriptive for health professionals. Each individual

chronically ill person has her or his own trajectory, with unknown duration,

shape and associated work. This notion of the work (for the ill person and

affiliated significant other actors) is central to that of managing the trajectory.

It is at once a sort of challenge to the concept of trajectory (since if you do not

know its shape and duration, it is rather difficult to plan the work, a usual
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inference of the word management) and yet essential to the ill person's sense

of well-being, usefulness, and uniqueness.

Because of the characteristics of chronic conditions (see the overview in

Strauss et al., 1984, pp.11-16), any given condition will potentially have the

following multiple problems: 1) preventing medical crises and their

management once they occur, 2) controlling symptoms, 3) carrying out

prescribed regimens, 4) preventing, or living with, social isolation,

5) adjusting to the course of the disease, 6) attempting to normalize

interactions with others and life style, 7) finding the necessary money to cover

costs peripheral to those covered by the insurance schemes (in the Canadian

health care system), or parental loss of employment, for example, and 8)

confronting attendant psychological, marital and familial problems (Strauss et

al., 1984, p. 16). In considering the application of the foregoing to the families

of children who have chronic conditions, we see that where some of these

problems do not apply directly to the children, especially while they are

young, the family must shoulder proportionately more responsibility for

illness management. In addition, other problems (such as the developmental

overlay) compound the picture, as is explored in the next chapter. "To handle

such key problems, patients, and their families and friends must develop

basic strategies" (Strauss et al., 1984, p.16), which often call for the assistance of

others, including acquaintances or strangers, who act as agents. In the case of

children with chronic conditions, when parents and siblings are so intimately

tied with the child's illness trajectory and work, it is difficult to ascertain if

Parents are agents or something more, or different. Are they more like the

Patient/sick person? These concerns illustrate the problem of applying to

Pediatric chronicity theory developed primarily with adult individuals.
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Obviously, there are important consequences of being chronically ill—for

all concerned. For example: mobility may be limited; socialization may be

restricted; sleeping, eating and elimination may be hampered; interactions

with others may be disturbed (this interferes with the interpretation of the

world); medical treatment or medications may be required that affect

functioning, feeling states, or daily activities; activities may be restricted

through chronic fatigue or pain. In short, one cannot grow and develop the

same as one would without the condition. A chronically ill person's identity

or self-concept is tied to how much (s)he is affected by or able to manage these

consequences of illness (Strauss, 1981). In the child's case, this involves the

development of identity. Corbin and Strauss (1988) link disruptions of self

image with the experience of body failure, a notion that is problematic when

thinking about developing children. Children with chronic conditions may

never know their bodies as complete, whole, or successful as healthy adults

conceive these notions, so how might they see them as failed? They grow

and develop affected by the condition from the time symptoms started; they

may learn only gradually of any denial of activities or potential that may be

related to their conditions. Meanwhile, the parents' own identity is not what

is affected; rather, there may be loss of their image of their "perfect child"

(Butani, 1984) and a definite alteration in the expected style of their lives.

Although the term quality of life is ambiguous (Lubkin, 1986), families of

youngsters with chronic conditions do raise questions about it. Clearly, there

is a broad scope in personal definitions of what is a good or adequate quality

of life—what may be tolerable to one person may be overwhelming to

another, possibly within the same family. Theory and research are needed to

expand this concept, particularly for families dealing with pediatric chronicity.

What factors impinge on families' defined quality of life? How might health
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care programs be designed to enhance desirable factors and minimize

undesirable factors that contribute to quality of life? Age, the degree of

disability, the visibility of disability, the extent of medical intervention

required to maintain equilibrium, the number and degree of complications,

the degree of autonomy or independence possible, the amount of trajectory

work, are all said to influence the subjective interpretation of quality of life

for adults (adapted from Lubkin, 1986). Do we know if these apply to children

and families?

There are a number of micro-theoretical concepts related to chronicity

and pertinent to understanding the impact of childhood chronicity in

families. For example, much of the literature of opinion (particularly in

nursing) mentions stress and coping in relation to chronic illness. It is

commonly held that being chronically ill or disabled is "stressful" and that

there are more or worse things to cope with in comparison to being well or

acutely ill. Frequently, the theory related to this carries over from the vast

literature on individual/adult stress and coping (Dimond & Jones, 1983).

Certainly, in terms of stress theory (Lazarus, 1974; Selye, 1976), the chronically

ill may experience more stress and have more demands on their coping.

However, the concepts are almost too general and universally applicable to be

incorporated into theory specific to chronic illness (e.g., Craig & Edwards

[1983) have difficulty differentiating what is unique about chronic illness in

their "eclectic model" of adaptation). Conceptually, stress and coping are

related to Corbin and Strauss' (1988) ideas of accommodation, balancing the

tasks of everyday life, or managing trajectory work. It can easily be seen, for

example, how well Miller's (1983) chronic illness coping tasks and strategies

fit with the notion of trajectory work.
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It is difficult to talk about living with a chronic condition without

addressing loss and grief. Parents do report grieving and regrieving their

children's, their families', and their own losses (Hayes & Knox, 1984; Knox &

Hayes, 1983): children lose mobility and get it back, parents lose independence

more at some times than others, the family may be isolated or semi-isolated.

There is currently some debate in the literature and among practising nurses

about the credibility of the term "chronic grief" (Wikler, Wasow, & Hatfield,

1981). For example, some parents describe their losses (and their grief

responses) as many and recurring rather than continuous (Stephenson &

Murphy, 1986; Worthington, 1989). Clinical work with parents and families

reveals a need to better understand their grief in order to offer better support

during both acute and remission phases.

Living with uncertainty is another task of chronically ill people and their

families. As both the disease course and the illness trajectory fluctuate, many

adaptations are required for families to adjust to changing demands of the

illness and its treatment or regimens. Again, although the notion of living

with uncertainty has received some study, even longitudinal (Hilton, 1990;

Mishel, 1981; Mishel, 1990), there is need to verify existing understanding and

particularly to generate theory about uncertainty in families where it is a child

who has the chronic condition (Cohen, 1989).

Stigma is another concept related to chronic illness that is controversial

in clinical nursing and among parents—some parents raise it as an issue for

them and some deny experiencing it (Hayes & Knox, 1984). Ainlay, Coleman,

and Becker (1986) note that stigma is still defined as Goffman defined it in his

seminal Stigma (1963): "stigmatized persons possess an attribute that is deeply

discrediting and ... are viewed as less than fully human.... Today, stigma

involves the same sense of moral disapproval, denigration, and avoidance"



(p. 3). Stigma is ambiguous, "only human', and may be experienced by

individuals directly and by association. Barbarin (1986) has demonstrated, for

example, that families of children with cancer experience stigma, and from

clinical practice we know it is prevalent among families whose children have

epilepsy, meningomyelocele, and cerebral palsy (CP), yet little systematic study

of this construct has occurred among children with chronic conditions or

their families (Sigelman & Singleton, 1986). If it is experienced, how is it

perceived and how is it managed?

The issues surrounding childhood chronic illness are important for

health professionals—for planning and delivery of care and policy planning.

Chronic illness has tremendous implications for health professionals directly

and indirectly, for it is the cost of chronic illness that pays salaries and affects

the cost and quality of living, particularly in developed countries. However,

in terms of living with a chronic condition, it is the children and families

themselves who must do the work; health professionals, no matter how

caring, are really peripheral to the sick person's carrying on in the face of

disease (Strauss et al., 1984, p. 17). It is in the professional interest to know

more about chronicity in childhood in order to facilitate better care; it is in the

interests of the human sciences to know more about it so that society might

better understand itself (Blum, 1982; Radley, 1989). "Society needs to

understand how to relate to its own suffering thoughtfully so as not to be

oppressed or demoralized by what afflicts it" (Blum, 1982, p. 65).

A further word about semantics: As noted in Chapter 1, the terms

impairment, disability and handicap are interchanged frequently with chronic

condition or chronic illness. Susser and Watson (1971) consider impairment

the organic disorder, disability the functional limitation imposed by it, and

handicap the social consequences of the impairment. However, in common
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usage and in the literature, others are not as exacting. In addition, the terms

disease, illness, and sickness may be differentiated. Kleinman's (1988)

definitions are consistent with most literature and common usage: Disease is

the biophysical, medical term for a long- or short-term health problem; it

categorizes a problem for the purposes of medical treatment and

management. "Illness refers to how the sick person and the members of the

family or wider social network perceive, live with, and respond to symptoms

and disability" (p. 3). Sickness is "the understanding of the disorder in its

generic sense across a population in relation to macrosocial (economic,

political, institutional) forces" (p. 6). Therefore, the term 'chronic condition'

was selected for use in this research as a catchment term that incorporates the

notion of dealing with any condition that has long-term health consequences

(Stein & Jessop, 1989).

Pediatric Chronic Conditions

The trouble with applying the term chronic illness to pediatric

conditions is underlined by Stein (1989):

There are several problems with the term chronic illness as a
descriptor of these conditions. Some, such as spina bifida or
cerebral palsy, are not diseases in the usual sense. Many are long
term conditions that require special care, but do not render the
child ill when the care is adequate. Diseases such as diabetes,
hemophilia, or cystic fibrosis require special care in order to allow
normal daily activities; but if that care is provided, most children
function very well and often without evidence of their physical
vulnerability. Still others have illnesses, such as juvenile arthritis
or asthma, that are ongoing for long periods of time, but that [may]
resolve over time and do not necessarily continue indefinitely.
(p.xxiv)

This means that the term "chronic childhood condition" includes a wide

range of conditions. Examples are: "invisible" conditions, such as congenital

heart disease, sickle cell disease, hemophilia, seizure disorders, many

metabolic conditions, and the so-called learning disorders (which often
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appear in the survivors of prematurity); visible conditions (often called

handicaps by the general public) such as limb deficiencies, cerebral palsy, and

myelomeningocele; and some that may be visible or not depending on the

manifestation, such as scoliosis, cancer, neurological trauma disorders, renal

disease, mental retardation, and hearing and visual problems. The subject of

this dissertation was limited to children's physical conditions; childhood

mental illness was excluded.

With the exception of relatively few "new" conditions, such as acquired

immune deficiency syndrome (AIDS) and neonatal abstinence syndrome

(NAS), it is thought that the incidence of most pediatric chronic conditions

has not changed significantly over the past 20 years (Gortmaker &

Sappenfield, 1984). What has changed is mortality. Technological

advancements save more children, resulting in increased survival rates in

industrialized nations, but increased over-all morbidity in the pediatric

population (Jessop & Stein, 1988). The National Health Interview Survey

(Newacheck, Budetti, & Halfon, 1986) demonstrated that the reported number

of children with limitations of activity due to chronic conditions nearly

doubled in the US between 1960 and 1980.

As summarized by Thomas (1987), a child's chronic condition is basically

any anatomical or physiological impairment that interferes with his/her

ability to function fully in the environment. Such conditions are

"characterized by relatively stable periods that may be interrupted by acute

episodes requiring hospitalization or medical attention. The individual's

prognosis varies between a normal lifespan and an unpredictable early death.

Chronic conditions are rarely cured, but are [generally] managed through

individual and family effort and diligence" (p. 5). It is in this sense that

pediatric chronic condition differs from its adult counterpart: more of the care
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or management is the responsibility of the family, frequently the mother

(Anderson & Elfert, 1989; Mardiros, 1982). As they grow older, or acquire

chronic conditions as adults, affected individuals assume proportionately

more self-care and the processes of families of children with chronic

conditions change qualitatively. Yet little theory or research documents what

it is like for these families to have a child member with a long-term health

problem. Their situation needs formal exploration, as demonstrated by the

significant numbers of books available in the popular press written by

individuals telling their own family stories. Moving and informative, these

are "unscientific" reminders of the lack of systematic professional research

concerning the situations of families of chronically ill children.

Many other concepts are important to the discussion of chronicity, such

as identity, control, normalcy, social support, ethical issues, and so on.

However, in the interests of brevity, their discussion is tied in with the

presentation of the research results, as they are applicable.

Family Theory

It is important to shift focus in this chapter to the forestructure framed by

various theoretical approaches to family study. Family systems theory and

social ecological (human development) theory are two main bodies of

thought that significantly informed my approach to the research problem.

The "marriage" between chronicity and family theory will be addressed in the

final section of this chapter.

Family Systems Theory

"There seems little doubt of the usefulness of the systems approach"

(Fawcett, 1975, p. 113) as a framework for research (Broderick & Smith, 1979)

and nursing practice. There have been some developments in family
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nursing theory in the last two decades (e.g., Clements & Roberts, 1983;

Friedemann, 1989a; McFarlane, 1988; Miller & Winstead-Fry, 1982; Murphy,

1986; Wright & Leahey, 1984), but only Wright and Leahy (1984) and their

colleagues have specifically developed family systems theory in nursing. The

complexity of systems theory is well suited to explanation of the complexity of

family life and health behavior, but it may be that their complex combination

is daunting to nursing theorists and researchers. Systems theory is intuitively

useful to practitioners, however (Boss, 1988; Frey, 1984; Helvie, 1981; Lansky,

1989; Umana, Gross, & McConville, 1980), and the nursing practice literature

is now replete with articles where systems theory is used for its explanatory

value, whether acknowledged or not.

In direct application, all the definitions and propositions of general

systems theory (von Bertalanffy, 1968) are not appropriate for nursing

(Fawcett, 1975; Whall, 1980). This section demonstrates that selected concepts

and assumptions could be helpful in mid-range theorizing and research about

the family with a chronically ill child. Building theory in the middle range is

important in a practice discipline, as it helps articulate things of direct clinical

relevance, and guides further theorizing and research (Chinn & Jacobs, 1987;

Donaldson & Crowley, 1978; Whall, 1980).

Ideas from systems theory have become commonplace in everyday

experience and are reflected in vernacular language. Yet although

acknowledged as universally useful, it is hard to document the supposed

widespread use of systems theory in the family field (Broderick & Smith, 1979;

Meleis, 1991). In a recent review of the sociological family literature, Nye

(1988) found that only about 20-25% of studies clearly demonstrated use of any

theory, and a similar trend can be seen in published nursing research as well

(Feetham, 1984; Gilliss, 1989; Hayes, 1993). It is not surprising, then, that we
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do not see systems theory explicitly tested in published research, nor theory

developed from those studies reflected in the nursing practice literature. One

is provoked to wonder if family systems theory is "impossible to use in

scientific research" as Doherty (1986, p. 257) postulated or if it is the "skeleton

of science" as suggested by Boulding (1956/1968). This section will

demonstrate that propositions pertinent to families in health care may be

profitably derived from general systems theory (GST) and family systems

theory (FST) for possible future testing in nursing research. It presents a short

synthesis of family systems theory, summarizing definitions, concepts, and

assumptions that could be useful for study of families with chronically ill

children. The few family frameworks developed within nursing using a

systems approach are then introduced briefly. These provide grounding for

the development of specific propositions conceptually related to theory that

was subsequently developed in this research. The limitations of the

approaches and methods suggested are also addressed here.

Building on observed parallel developments across several disciplines,

von Bertalanffy published his major work on "a new discipline called

General Systems Theory (GST)" in 1968 (p. 31). Essentially, he proposed that

there are "models, principles, and laws that apply to generalized systems or

their subclasses, irrespective of their...component elements, and the relations

or 'forces' between them" (p.31). Acknowledging similar theorizing at about

the same time by others, he saw GST as a general science of wholeness; hence

its major tenet that a system is a complex of elements standing in interaction

(p.32), a set of objects together with the relationships between the objects and

their attributes" (Hall & Fagan, 1956, quoted in Broderick and Smith, 1979,

p. 112). Thus, the parts have a function, and the whole has a function (Auger,

1976). More commonly, one hears "the whole is more than the sum of the
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parts" (Auger, 1976, p.21), an adage that does not encapsulate the more specific

definition of a system as accurately as the originals. Clearly, a family can be

viewed as a system, with structure and function or process (Broderick, 1971;

Friedemann, 1989a, 1989b, 1989c; Kantor & Lehr, 1975; Miller & Janosik, 1980;

Sills & Hall, 1985; Wedemeyer & Grotevant, 1982). Although there are many

concepts of General Systems Theory important to family applications, it is not

possible to deal with all of them here along with their complex

interrelationships. This discussion will be restricted to a few that seem most

significant to the study of family systems where a child has a chronic

condition. Some pertinent concepts and assumptions developed in family

related fields about the same time as von Bertalanffy was articulating GST

(Boulding, 1956/1968; Mercer, 1989); I will articulate FST using GST

terminology.

A family system is structured of members or units that interact (Auger,

1976; Lancaster, 1982) (refer to Figure 1, page 29). An important notion is that

of family boundary, which "separates" the system from the environment

(physical, social, and politico-economic) (Lancaster, 1982). As a living system,

family boundaries are by definition open, to allow input and output into and

out of the system, in the form of material supplies, information, and/or social

support. Inside the boundary, members have a higher level of interaction

(function) with each other than with elements in the environment

(Broderick & Smith, 1979). Open boundaries permit exchanges of energy and

matter from the environment, facilitating evolution toward greater order

andthe family can be viewed as developing or changing over time (Belsky,

Lerner, & Spaniecomplexity, a concept known as negentropy (von Bertalanffy,

1968). Hence r, 1984; Sills & Hall, 1985).
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Figure 1

The General Systems Approach to the Family: Feedback Processes”
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* Broderick, C., & Smith, J. (1979). The general systems approach to the
family. In W. R. Burr, R. Hill, F. I. Nye, & I. L. Reiss, Contemporary theories
about the family, Volume II: General theories/theoretical orientations (p.123).
New York: Free Press.

The family system tends to maintain a steady state (known as

equilibrium by some authors) (Sills & Hall, 1985; Kantor & Lehr, 1975),

principally by the process of equifinality, the idea that the same final state may

be reached from different conditions and through different means (von

Bertalanffy, 1968). Conceptually, this is linked to input and output. Input is

any stimulus from the environment. Before responding in the form of

output, the input is passed through the family's rules of transformation. If

the family has a "rule" to deal with specific input, it responds without

difficulty. If, however, the situation is novel and there is no ready response,
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the system is said to lack requisite variety, and a new rule may be generated

(called morphogenesis), or the system may become immobilized (Broderick &

Smith, 1979).

The environment's response to family output is monitored, a process

termed feedback. That is, feedback is a circular process in which output is

processed as input (Broderick & Smith, 1979). The result depends on the

available specific rules of transformation. When these operate to amplify the

input, it is called a positive or deviation amplifying feedback loop; when the

rules dampen the effect of the input, it is termed negative, or a deviation

dampening feedback loop (Broderick & Smith, 1979). Information for

decision making, for example, enters the system as input in a feedback loop

(Sills & Hall, 1985). In fact, Kantor and Lehr (1975) suggest that "family

systems are information-processing systems" (p. 11, emphasis mine), with

proportionately more energy diverted to information transmission than

would be the case in less complex systems. This is a critical concept to recall

when thinking of families with chronically ill members, who must expend

more than usual energy in both intra-family interactions and interactions

with the environment, notably the health care system.

In families, stable systems operation is dependent on another level of

complexity of feedback: cybernetic control. "The output from the system feeds

back to a monitoring unit. There it is compared to some criterion such as a

family standard, goal, or policy, and an adjustment is made in the system

intended to correct any deviation from that criterion" (Broderick & Smith,

1979, p. 116-117). These standards, goals or policies themselves have

hierarchies, with higher order ones being called meta-rules by family

theorists. Individuals, subsystems (e.g., dyads such as the parent dyad), and

the family itself may have meta-rules. There is little wonder that the
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processes and interactions within the family and between family and

environment are difficult to study! The complexity makes observation and

measurement, not to mention isolation of variables a formidable task for

even the most experienced family researchers and clinicians. In fact, since the

components are conceptualized to have four dimensions (Friedemann,

1989b), graphics are not commonly a part of systems presentations.

Assumptions Important to Families with a Chronically Ill Child. To

crystallize the several assumptions of family systems theory implicit in the

foregoing, I have selected some examples important to the study of families

with chronically ill children.

1) Families are open, dynamic systems with permeable boundaries.

2) The family is holistic, goal-directed, and self-maintaining (Sills &
Hall, 1985, p.28).

3) Families are themselves parts of systems; this is an ecological
perspective (Bronfenbrenner, 1989).

4) Energy is exchanged between the family and its environment.

5) Input, transformations, and output form feedback loops with the
environment. Information exchange is one such loop. Only the
system that processes the information can know its meaning (Sills &
Hall, 1985, p.27).

6) Family systems have homeostatic features that help maintain stable
patterns. These may be adaptive or maladaptive (Minuchin, 1985).

7) Family systems increase in negentropic complexity over time.

8) Change can result from stresses and strains from inside the family
and from outside (Mercer, 1989).

9) There are hierarchies in family processes, such as among subsystems
or rules (Broderick & Smith, 1979; Mercer, 1989).

10) Changes in one part of the system can affect the whole system (Hall,
1987).
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These assumptions, and the related concepts of wholeness,

nonsummation, equifinality, goals, input, transformation, output, feedback,

equilibrium, and adaptation become important in interpreting the findings in

Chapters 5 and 6. In summary, families are purposive, goal-seeking and

adaptive, the latter being attained through equifinality, feedback with the

environment, and a process of step functions, which make "jumps" to new

levels of functioning possible (von Bertalanffy, 1968).

Kantor and Lehr (1975) developed family systems theory, primarily

addressing family process. They used naturalistic observations to describe

basic, everyday issues confronting healthy families. Concerned with how

processes interrelate to regulate family members' behavior, they mapped the

processing of information and development of strategies that families use to

regulate relational distance. Their description categorized families as

relatively closed, open, or random systems, with different core purposes and

homeostatic ideals (Walsh, 1982a). It is this type of description of families

dealing with a chronically ill child that has not yet appeared in the literature.

Family Systems Nursing (Wright & Leahey, 1984, Wright & Leahey,

1990) is a practice-based application of family systems theory integrated with

family therapy cybernetics theory, structure-functional theory, and

developmental theory (Tomm, 1984). Emphasis is on interactional processes

among family members and the elicitation and validation (by the therapist) of

the perspectives of each person in a given situation. Focus is simultaneously

on the individual members and whole family, which is embedded within the

community and society systems as well. The components of this theory are

still evolving and, so far, direct clinical practice probably more than research

(Lorraine Wright, personal communication, May 22, 1991). The semantics are
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troublesome, as concepts and definitions overlap and become confused with

family systems theory derived more directly from GST.

Family Nursing Theory

If these are the ideas developed in General Systems and family theory in

related fields, what progress is being made with family nursing theory?

Several authors, including some of the discipline's grand theorists, have used

a systems approach to conceptualizing the individual in health care. With

increasing concern that the profession has not systematically addressed the

care of families as clients despite a long history of care for them (Ham &

Chamings, 1983; Whall, 1981), Clements and Roberts (1983) asked a number of

respected theorists to address family in their conceptualizations of nursing.

The resulting volume demonstrated "that nursing models generally have not

been designed to view the family as a unit" (Murphy, 1986, p. 171). Since

Fawcett's (1975) formulation of family as a living, open system, only a

handful of theorists have published conceptual frameworks explicitly directed

to nursing families, even though there is demonstrated interest (Whall,

1980). However, constructs from systems theory dominate these attempts.

For example, Miller and Winstead-Fry (1982) and McFarlane (1988) describe

applications of Bowen's (1971) system theory, Friedemann (1989b & 1989c)

recently published the Wayne State University College of Nursing's systems

based framework, and the Calgary Family Assessment Model has a

systems/cybernetics/communication foundation (Wright & Leahey, 1984). It

is common knowledge in North America that several other schools of

nursing have systems models for family care, but these are largely

unpublished, denying them important peer scrutiny and the exposure

necessary to expand their use in practice or to encourage their testing in

research (Meleis, 1991).



Social Ecological Theory

The notion that families exist in a large social environment is addressed in

Family Systems Theory only in terms of system responses. However,

elements of the family's context are essential to interactions between families

and their environments as well as between members; for example, they are

critical for those whose children are chronically ill, since interactions with the

health care system, special arrangements for schooling, housing, or shopping,

and economic/policy concerns have a direct impact on the family's quality of

life. Therefore, it seems important to supplement a systems approach with

the conceptual dimensions of an ecological framework (Bronfenbrenner,

1979, 1989). Bronfenbrenner is a developmental psychologist who came to the

study of children's adaptation to environmental change (ecology) through

evaluation and synthesis of huge numbers of empirical research studies in

his field (Bronfenbrenner, 1977, 1979; 1989). "The ecology of human

development involves the scientific study of the progressive, mutual

accommodation between an active, growing human being and the changing

properties of the immediate settings in which the developing person lives, as

this process is affected by relations between these settings, and by the larger

contexts in which the settings are embedded" (1979, p. 21). He views the

settings of influence for the developing individual as a series of nested

systems, like Russian dolls (see Figure 2). The child's microsystem is most

likely his/her family, the people with whom s/he interacts on a face-to-face

basis. Interconnections also exist with people and between two or more

settings in which a person (child or parent) actively participates, such as

home, work, and school; these are the mesosystem, a system of microsystems.

"An exosytem refers to one or more settings that do not involve the

developing person as an active participant, but in which events occur that



35

Figure 2

Bronfenbrenner's Ecological Framework
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affect, or are affected by, what happens in the setting containing the

developing person" (1979, p. 25). The macrosystem is of a different order; it is

the consistencies that exist at the level of the subculture or culture, the belief

system or ideology underlying the patterns manifested in the micro-, meso-,

and exosystems; democracy and values of health are examples.

It can readily be seen how useful such a framework could be to the

conceptualization of families with chronically ill children (for excellent

reviews and applications to the childhood cancer survivor and family in

relation to health care, see Michael & Copeland [1987], and to pediatric AIDS,

see Kazak (1989]). Rather than limiting analysis to intra-familial processes

(the microsystem level), this framework encourages close examination of

interrelationships at and between all "outer" levels. What are the roles of
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parents or others in smoothing communication between school and family,

or peer relations and day-care setting? How widely into the community does

the family have to look in order to obtain qualified day-care for their

chronically ill child? What health care policies (such as funding) affect the

procurement of respite care? How does culture affect families' responses to
medical interventions? "The transactional, reciprocal, and interdependent

nature of coping behaviors within the family system is perhaps the most

obvious indicant of the need for multiple perspectives in understanding how

[families] respond to the pressures accompanying chronic...illness in a child"

(Michael & Copeland, 1987, p. 81). There is a dearth of research at the meso-,

exo-, and macrosystem levels, yet this dissertation research furnished some

insight into questions like those cited through application of grounded

theory's conditional matrix (Strauss & Corbin, 1990).

The ecological framework provides a perspective from which to view

the input and output of families caring for chronically ill children as well as

the adjustments, adaptations, or transformations required within the family

unit. Ell & Northen (1990) note the reciprocity between illness and families,

in turn affected by interaction with community, social, and economic change

and with the characteristics of the environment. Although these

microsystem/mesosystem interactions between health and family are

relatively unstudied (Kazak & Clark, 1986; Ross, Mirowsky, & Goldsteen,

1990), they are important areas for nursing investigation, for they may hold

keys to insight into prevention, management, and quality of life issues for

individuals and families.

Together, the family systems and ecological approaches offer a

comprehensive perspective from which to view the family in health care. In

addition, because of their collective inclusiveness, they summarize many
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commonly held beliefs about families and their environments, thereby

helping to articulate the perspective or biases that I brought to the research

from 25 years' of pediatric nursing practice. It is important to note that

despite the empiricist background that dominated research using these

frameworks, several authors (e.g., Gilgun, Daly, & Handel, 1992; LaRossa,

1988; LaRossa & Wolf, 1985; Bronfenbrenner, 1979) acknowledge that

qualitative approaches are a practical necessity for deeper understanding of

families and their social environments.

Chronic Illness and the Family Life Cycle

One conceptual framework combines family, individual, and chronicity

concepts, but must be applied to the pediatric age group and conditions.

Rolland's recently published model (Rolland, 1987a; 1987b; 1988; 1990) is the

only melding of family development theory with chronic illness (biological)

theory that can presently be found in the literature. Three evolutionary

threads are intertwined: the family life span, individual development, and

chronic illness (Rolland, 1988). Rolland outlined the advantages of this

approach: the establishment of a meta-language that make it possible to talk

about the interactions between the "psychosocial and biological worlds"

(p. 433) and the provision of a way to to look at the diversity and the

commonality in different chronic illnesses. He proposed a typology of how

chronic diseases manifest themselves qualitatively and quantitatively over

their courses in a way that he believes is more relevant to psychosocial

research. Rolland (1990) summarized:

The model distinguishes three separate dimensions: 1) "psycho
social types" of illnesses, 2) major phases in their natural history,
and 3) key family systems variables. On the first dimension,
illness patterning can vary in terms of: onset (acute vs. gradual);
course (progressive vs. constant vs. relapsing); outcome (fatal vs.
shortened life span or possible sudden death vs. no effect on
longevity); and incapacitation (none vs. mild vs. moderate vs.
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severe). To identify the core psychosocial themes in the
unfolding of chronic disorders, the second dimension delineates
three major phases: 1) initial crisis, 2) chronic, and 3) terminal
each linked by critical transitions. A family systems assessment,
as the third dimension, highlights the importance of various
components of family life (development, belief systems,
cohesion, adaptability, communication) in relation to specific
types of disorders at a specific phase of the "illness life cycle."
The Family Systems-Illness model [see Figure 3) enables
clinicians to characterize the demands of any illness, and do it in
relation to family interactional patterns". (p. 231)

Figure 3

Interface of Chronic Illness and the Family"

Instrumental Affective Development Paradigm Transgenerational
Style . . Style (Individual) (Values) History

: (cohesion). (Family) : Illness/loss/crisis
: (adaptability) ; : : -

; (communication); : :

Practical Affective Developmental Meaning Historical Data

Demands Demands (TIME PHASES) (Control) (Morbidity)

(PSYCHosocial TYPOLOGY) | (Stigma) (Mortality)
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*Rolland, J. S. (1990). Anticipatory loss: A family systems developmental
framework. Family Process, 29, p. 29.

Further, Rolland (1987) incorporated Combrinck-Graham's (1985) concepts of

centripetal (family closeness) versus centrifugal (family disengagement)

family styles and phases in his framework, emphasizing their importance in

the structure-building (maintaining) and structure-changing (transitional)

periods of families' adaptation to a chronic illness.

Although heuristically helpful, and certainly useful in terms of

conceptualizing research, I find the Rolland proposals do not go far enough.
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Categorizations of diseases using his framework (e.g., 1987b, p. 206; 1987a, p.

42-43) simply reorganize diseases into different categories, leaving all the

implications inherent in the biological/medical model in place, since

traditional nomenclature is still used. So a child with diabetes is still seen as

having diabetes and (s)he is still classified into one category of "progressive"

or "gradual onset" or "chronic", belying the development (trajectory) of the

illness itself. I believe that the condition, child, and family all develop, with

illness manifestations and necessary adjustments waxing and waning with

time and circumstances. Children's diabetes worsens at some times and is

stabilized at others. In other words, despite its innovative three dimensional

nature and inclusion of the concept of transitions, the Rolland model may

not be fluid or flexible enough for application to children and their families; it

fixes the child, illness, and family at a point in time for assessment or

intervention, but may not encourage clinicians and researchers to consider

the constant change that operates for all people all the time. Although this is

a common criticism of developmental theories (Collier, 1990), it may be

compounded by the pediatric overlay; many children's chronic conditions

have less predictable courses than those of adults. The framework is

important, however, for its impetus to consider "strengths and weaknesses in

various components of family functioning in relation to different types of

disease at different phases over the illness life course" (Rolland, 1987b, p. 209).

Propositions

It could be said that the sociological and psychological constructs about

families and pediatric chronicity, including when theory related to family

nursing is added, have not yet provided much direction for published

research about young families in health care (Hayes, 1993). The propositions

in this section were developed partially from the theoretical constructs
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outlined above and from my clinical, research, and personal experience with

children, parents, and families; they tentatively guided the questions of the

grounded theory study described in the remainder of this dissertation.

Family life is tough when a child has a long-term health problem (Hayes,

1988; Hayes & Knox, 1984). These families may deal with repeated

hospitalization or other health care encounters; daily medications,

treatments, or other adjustments to their lifestyle; compromised financial

status; adjustments in usual roles; changes in family routines, including

vacations; and living with fear, uncertainty, guilt and frustration. Parents'

usual tasks are compounded, and the ill child, siblings, and extended family

members feel the effects. Naturally, the degree of effect in the family system

depends on a number of factors, such as the nature of the medical problem,

the age of the ill child, available support (instrumental and social), and

socioeconomic factors, among others. Families are perpetually adapting,

filtering input through the feedback processes, and formulating new "rules"

(morphogenesis) (Speer, 1970). Some families may become immobilized.

Propositions such as those that follow drive research by providing

sources or context for questions. "A proposition is a theoretical statement

that specifies the connection between two or more variables. It tells us how

variation in one concept is accounted for by variation in another" (Turner,

1986, p. 11). Each proposition that follows is accompanied by exemplary

research questions that transform its concepts into indicators that might be

observed in order to test the theoretical statement (Dulock & Holzemer, 1991).

These are a sample of the many that were generated in preparation to conduct

the research described in this dissertation.

1a) The energy that families expend in interactions with the health
care system is positively related to their child's development, and
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1b) The energy that families expend in interactions with the health
care system is positively related to their family development. "The
First Law of Thermodynamics holds that energy can neither be created
nor destroyed" (Lancaster, 1982), therefore, families need a continuous
source of energy replenishment in order to maintain equilibrium.
What are families' sources of energy? How is energy expended? Can
these be articulated by family members or objectively assessed? Can
family groups identify their energy credits and debits?

2) Negative interactions consume family energy and positive ones
generate energy. Examples of energy-consuming interactions are
expressions of resentment from the affected child's well sibling and
perceived lack of necessary information from health professionals.
Examples of energy producing interactions are a sibling's demonstrated
willingness to help with treatments or babysitting support from a
neighbor. Is there an objective way to assess the charge on
interactions? Can family members, health professionals, and others be
taught to recognize interactional charges and modify responses
accordingly? What behaviors are associated with unbalanced energy
resources? What actions could add energy to the family system?

3) The quality and quantity of information exchanged between
members of the family is positively related to effective family
functioning. For a family's cybernetic feedback loop to function
optimally between it and any part of the health care system, a well
defined monitoring or information process is required (Gelles &
Straus, 1979). What is the content, quality, and timing of information
to children about the illness and its management? How is this process
maintained? Who maintains it? What do families think is optimal
functioning when they have a chronically ill child member?

4) The quality and quantity of information exchanged between the
family and the health care system is positively related to effective
family functioning. Communication is information (von Bertalanffy,
1968). Decisions are based on information brought into the system as
feedback (Sills & Hall, 1985). Therefore, interaction quality can help
ameliorate demands on and within the family. What kind of
information is considered helpful by families? What do families
consider high-quality family member/health care professional
interactions? Do families change their communication patterns and
skills? Under what circumstances? How can agencies such as schools
or community health departments communicate with families
effectively?

5) Families' identification of their collective and individual members'
needs is positively related to members' health and well-being.
Families move purposively toward their targets or goals (Kantor &
Lehr, 1975), but this may be threatened by the presence of a child's
chronic condition. What are the expressed health goals (broadly
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speaking) for families? Where do health and well-being goals fit in the
hierarchy of family goals? How do families define optimal
functioning? How could nursing promote both of these?

6) Early family nursing assessment and identification of problems is
associated with positive health outcomes. Family predictability is
greater the nearer the system approaches complete equilibrium
(Doherty, 1986). Can family stability be reliably assessed? What do
families think family health is? What do families think they need to
maintain a "steady state", or to develop? Is this consonant with what is
commonly held by health care professionals? What child or family
needs are amenable to nursing intervention?

7) Increased morphostasis is a negative function of (response to)
sustained stress in families. "Families under stress tend to hold to

previously proved patterns of behavior, whether or not they are
effective under the circumstances" (Leahey & Wright, 1987, p. 57).
What are family responses most commonly associated with tensions
and stress at different points in the illness trajectory? Can families
identify when old patterns or rules are no longer working? Can
families or nurses identify effective adaptation (coping) strategies for
particular families at particular times? Is perceived seriousness of
illness associated with change in families? What family or nursing
strategies are (or could be) associated with morphogenesis?

Clearly, systems approaches offer considerable flexibility and scope for

the study of families with a chronically ill child. Propositions derived from

FST and social ecology theory provide useful direction for the design of

research about families in health care. These propositions and questions

demonstrate that description, explanation, prediction, and even prescription

of issues central to nursing families (Dickoff & James, 1968) can be addressed

with a systems perspective. In addition, the direction of research and theory

building suggested in these propositions encourages investigation in all the

metaparadigmatic domains of nursing: person (the family system is a client of

nursing according to Schultz [1987]), environment, health and nursing

(Fawcett, 1984; Flaskerud & Halloran, 1980), as well as the interactive

processes between them.
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Conclusion

It is noteworthy that levels of complexity and abstraction vary among the

theoretical approaches of the forgoing discussion. Although this fairly

represents major aspects of the "big picture" of theory pertinent to this family

study, other ideas impinge on any forestructure. For example, there are also

micro-range theory, concepts tested atheoretically in research (Baker &

Patterson, 1989), and personal values and attitudes. Concepts, constructs, and

propositions of different levels hamper their categorization and utilization in

practice and research (Dulock & Holzemer, 1991). In general, existing family

theory is rather more of the "armchair" variety than theory generated in

other fields. Much of it is untested in research (Nye, 1988), yet may be used to

guide practitioners and therapists, a situation that is troublesome for family

clients since care or assistance may not be focused in ways that deal with life

realities as they see them. In addition, family science is deprived of systematic

building of knowledge about families in general, and about families in health

care in particular.

Development of family theory in general has been criticized by Thomas

and Wilcox (1987) for its positivist presuppositions, in need of reformation by

philosophy of science and hermeneutic analysis. They argue that the

traditional practice-theory link has led lately to problem-oriented theory, and

that postivism has contributed to positions that are neutral with respect to

social action issues or directed toward social-change strategies. Although it is

doubtful that all existing family theory could ever be tested in research

(Thomas & Wilcox, 1987), the family field needs concerted effort and

resources in order to develop and test descriptive, explanatory and

prescriptive theory that is useful in guiding nursing practice (Gilliss, 1991).
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The nurse/family/environment/health interactions remain virtually

unexplored.

Popular and professional literature abounds with anecdotal accounts of

how life is affected by the presence of a chronic condition, and it is impossible

to not be touched by accounts of fear, uncertainty, stress, hardship, financial

drain, the perpetual quest for information, advocacy tasks, negative or at least

difficult encounters with the health care system, coping, and special parent

child moments and growth. Families are devastated, recoil, fight, squirm,

become dysfunctional, and succeed against unbelievable obstacles. The

problem with these poignant accounts is similar to the professional picture:

ideas are not tied together into coherent theory; the data are not uniform,

were not systematically collected, and reliability and validity often cannot be

substantiated. Perhaps because of increased interest and availability of

subjects, knowledge based on the study of chronically ill adults is better

developed.

The next chapter summarizes and critically evaluates the scholarly and

research literature in the field of families and pediatric chronicity. Little of

this was conducted with families as the units of analysis. Consequently,

family-related literature has been reviewed to elucidate what is understood

about families and children in health care.
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CHAPTER 3

The Impact of a Child's Chronic Condition on Families:

Scholarly Literature

In order to provide context for the proposed research, the following

review of related literature has been organized to reflect the dichotomous

development of knowledge about families with a chronically ill child. The

two major sections reflect a way of grouping knowledge development about

families with chronically ill children: first, the effects of pediatric chronic

conditions on family members and second, health-related family research.

The first, much larger group of works contains studies where individuals or

dyadic interactions were the units of analysis. The second represents a much

smaller number of health-related studies, where attempts were made to make

the family the unit of analysis.

This review is focused and not exhaustive. Its purpose is to explore the

specific area of families and pediatric long-term conditions, not chronicity in

general or in adults, and not families in general or care-givers specifically.

The focus is families. (Assumptions and theoretical leanings have been

addressed in the previous chapter.) Reports were selected from the large

fields of chronicity and family study because they were directly pertinent to

this project. Each sheds some light on where the current work fits in terms of

development of understanding the impact of a child's chronic condition

within the family system or the approach to the research problem. Critical

analysis is selective in order to contain the discussions. By and large, works

are critiqued here in more detail: a) when there is sufficient information in

the report to make constructive comment possible, b) where the work bears

significantly on the topic or method of the research at hand, and c) where the
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work is seen as important to strengthening the argument for conducting this

research.

Pediatric Chronicity and Families: Studving Individuals

There is substantial literature about the impact of chronicity on peoples'

lives, but it informs us primarily about individuals' perceptions or responses

(Campbell, 1986). As well, there is a significant body of research about family

life, but studies directly related to health issues are rare, it suffers for lack of

guidance from well-developed theory, and almost exclusively, individual

informants are used to try to understand family system responses (Gilliss,

1989; Hayes, 1993; Moriarty, 1990). As will be seen later in this chapter, very

little research was identified for this review that could be termed family-as

the-unit-of-analysis research. More explicitly, reports describe the family as

context for the member and examine variables related to individual

responses to a child's chronic condition.

In this section, I have divided the presentation of family related

literature into three sub-sections: those works that approach the problem

from the perspective of the affected child, those that look at sibling data, and

those that use parents as informants.

Ill and Disabled Children Inform About Themselves and the Family

It has been well documented that having a chronic condition affects the

child with the chronic condition and healthy siblings developmentally,

socially, cognitively, and emotionally, and that outcomes depend on a wide

variety of factors such as the nature and severity of the condition,

socioeconomic factors, and temperament (Hobbs, Perrin, & Ireys 1985; Jessop

& Stein, 1988, Perrin & Gerrity, 1984; Pless & Wadsworth, 1989, Yoos, 1987).

However, support for understanding specific effects on children comes from

small studies of particular groups of children, such as those with seizure
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disorders, cancer, or diabetes, for example, and primarily uses parents as

informants. Dominant consequences for the ill child are said to be anxiety

and guilt. Outcomes in children are also affected by the meaningful adults in

their world, including teachers and sometimes parents who may lack

knowledge and hold distorted attitudes about chronic illness (Newman, 1980).

Generally speaking, consequences for the affected child are related to

separation from home and family; facing frustration, fear, and boredom; and

the obstacles to making and keeping friends, although evidence about these

consequences from various studies is sometimes conflicting (see reviews by

Eiser, 1990; Hobbs, Perrin, & Ireys, 1985; and Rose, 1987). Despite these

limitations, it can be concluded that "the presence of a chronic illness is a

major source of stress for a child, but no calculus can yet predict whether this

stress will result in enduring emotional scars" (Hobbs, Perrin, & Ireys 1985, p.

67).

Despite the persuasive sound of the forgoing, the evidence for these

authors' views is generally (adult) clinical observation and analysis. Little

empirical support can be found in the recent health literature for either the

effects of the chronic condition on the ill child or the child's view of the effect

of the condition in her/his family. Exceptions are primarily epidemiological

(e.g., Cadman, Boyle, Szatmari & Offord, 1987). Not surprisingly, no research

reviews specific to children as the unit of analysis were found in the search

made for this project.

The picture here is further complicated by another factor. Young

children make "poor informants". Hence, child-as-the-unit-of-analysis data

can be either observer recorded (such as epidemiological studies or

developmental assessments) or indirectly reported through the parents

(usually the mother). For example, when 88 randomly selected parents
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supplied data through use of the Family Assessment Measure III, the Dyadic

Adjustment Scale, and the Colorado Childhood Temperament Inventory,

Trute (1990) found that overall family functioning has little to do with

specific characteristics of the home-based disabled child. In addition,

Wallander, Varni, Babani, Banis, and Wilcox (1988) had mothers report on

their children's psychological adjustment. Mothers of 270 handicapped

California children completed the Child Behavior Checklist, demonstrating

that their children were consistently reported to have more behavioral and

social competence problems than the norms for that instrument, when

clinically their children were not exhibiting problems. These findings were

the same across six diagnostic groups, leading the authors to conclude that

"though these chronic physical disorders vary greatly in their medical and

physical consequences, they may well produce similar general psychosocial

consequences" (p.210). The discrepancy phenomenon might be explained as

mothers' social expectations. The authors' conclusion that chronically ill

children are at increased risk for adjustment problems is shadowed by a

research design that was not randomized, had no comparison group, and had

possible sampling bias related to using their own clinic clientele.

Schlomann (1988) studied the impact of children's developmental delays

in 20 mothers of children with chronic conditions, concluding that delays in

motor skills are associated with positive effects, while delays in cognitive

psychosocial skills are associated with negative family effects. Mothers in this

study supplied the information for the Developmental Profile II, the same

instrument used with mothers in Burke's (1980) report of eight invulnerable

children. These special children were located in a study of 60 at-risk mothers

and children with and without handicaps. Here, indepth interview data and

the parent-provided Familial Systems Strain Scales data were used as well.



49

The invulnerable children were living in relatively high familial strain

situations yet had high developmental quotients. The data from these

children were treated non-statistically as "outliers" among the other findings

of the study, and as such, can be treated as interesting observations rather

than generalizable findings. To my knowledge, this work has not been

followed up; it is an important and significant notion, unfortunately

hampered by problems of small sample sizes and the fact that the usual

empirical measures may altogether miss data that would flag children as

invulnerable.

Feeman and Hagen (1990) examined the intellectual ability, academic

performance, behavior, and social perceptions of 48 children: 24 with a

seizure disorder and 24 healthy children. Parents provided the data for the ill

children and any siblings in the family. The data suggested that both the ill

children and their siblings were at risk for developmental lags and related

problems. However, a grave concern about the applicability of these findings

is the contamination between the seizure-related behavior and chronicity

related behavior. Since these authors contend theirs was a family study, more

detail will be provided in a later section of this chapter.

Five studies located for this review drew their data from the children

themselves. One nursing study that examined children's hospital-related

problems by analysis of narrative recordings of play interviews confirmed

that chronically ill children are concerned about intrusion (Ritchie, Caty, &

Ellerton, 1984). Forty-two chronically ill children and 40 acutely-ill and well

two to five year old children participated in the study. Data were sorted into

ten developmental and hospital-related concerns. Being ill provides fewer

opportunities for play with peers and adults. Strength and agility, which is

linked with competence and self confidence, may be affected by prolonged
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periods of inactivity. Their magical thinking, imaginations, and

anthropomorphism, coupled with their pre-operational thinking, may distort

their understanding of environmental happenings, contributing to fears or

possibly skewed views of self and the world. Older children were found to

express more intrusion concerns.

There seems to have been proportionately more recent research activity

related to childhood cancer than other diagnostic groups. Once considered

invariably fatal, medical advancements have changed most malignancies of

children into chronic conditions—chronic in the sense that even though a

child has a life-long remission, the "sword of Damocles" is ever present.

Koocher (1981) and his colleagues have been studying childhood cancer

survivors longitudinally for several years. Apart from obvious concerns

about the return of cancer and sexuality, the large (117) cohort under study

(starting at 4.5 years after the last treatment) were relatively well

psychologically. The investigators found that degree of physical impairment

was not related to long-term adjustment. However, the marriage rate (in

those over 21) was lower than the general population. More marked physical

impairment was associated with less likelihood of being married for females

only. Never-marrieds had more psychological symptoms. Sexuality and

pregnancy concerns were the cancer-related concerns of the survivors'

spouses. "Better psychological adjustment" was associated with likelihood of

employment, though most of the sample had experienced employment and

insurance discrimination on the basis of their past cancer. Basically a

descriptive report of this one sample, this study must be interpreted

cautiously. In addition, reliability and validity of the interview protocols are

questionable.
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Bossert and Martinson (1990) and Corman (1988) have reported using

Kinetic Family Drawings with children with cancer. This promising method

quantifies children's art as a way of interpreting the impact of their illnesses

on them and their families. Bossert and Martinson (1990) note increasing

scores throughout cancer treatment, concluding that the children had high

concern for the disease, but a perception of good emotional support that

decreased as they came off treatment. In Corman's (1988) study, she found

that families of children with cancer scored significantly less well adjusted

when compared with the normative group for this instrument. This is an

important study for its method, which combined drawing scores from

parents, siblings and chronically ill children into a "family score";

unfortunately, there is no way to evaluate this procedure, as this study is so

far available only in abstract form making full summary and critique

impossible.

Pless and Wadsworth (1989) report an important cohort study. Data were

kept on all March, 1946 births in England, Scotland, and Wales. Five hundred

children with chronic physical disorders (CPD) were followed to adulthood,

and psychological data were reported for ages 13-15 and 26 and compared with

data for 3500 well adults in the same cohort. "Psychological dysfunctional"

differences were inconclusive (mostly due to the outcome measure used,

psychological referrals); rates were slightly higher for those with CPD, women

more than men. However, risk factors became obvious when employment

and marriage data were examined. Men and women were both more likely to

be manual laborers or employed part time. Marriage rates, separations, and

divorce were significantly different between the healthy and CPD groups.

These authors report that "these findings should not be interpreted as the

final word on this subject" (p. 155); however, the level of risk for psychosocial



52

problems of those with CPD averaged 30-50%, a figure these authors think

may be "preventable secondary burdens or handicaps". This and Koocher's

ongoing work (since 1981) underlines the importance of evaluating children's

psychological responses to chronic conditions over the long- as well as the

short-term.

Much of the little information available about children with chronic

conditions (when children themselves provide the data) is derived from

clinical reports and case studies, small samples, and personal accounts

published in the general press. These design faults are practical necessities

due to the small numbers of children in diagnostic groups, and may

strengthen the case for a non-categorical approach—studying the common

responses among children with chronic conditions as well as the condition

specific responses. Knowledge could be built more reliably and with better

validity if numbers were increased, data sets pooled, and common theory

applied in formulating questions and approaches. Meta-analyses would then

be possible, strengthening evidence. Children with chronic conditions are at

risk; knowing more about those risks from their own perspective would

guide families, communities, and health professionals to better ameliorate

them.

Eiser's (1990) was the only review article pertinent to this subject that I

located in the search for this study. It marks a turning point in the literature

on the psychological effects of chronic conditions on the children themselves.

Unlike earlier summaries that drew very negative (such as Newman, 1980) or

ambivalent conclusions (such as Rose, 1987), Eiser concludes that "a sizable

majority of children with chronic disease 'cope' effectively with both the

disease and the demands of treatment" (p. 91). Parenthetically, it is

interesting to note that eight of Burke's (1980) 60 at-risk, single-parent
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families contained invulnerable chronically ill children. Evidence from

studies published to date does support the notion that children with chronic

conditions are more vulnerable and more frequently maladjusted than their

physically healthy peers. Adjustment or coping, according to Eiser (1990),

depends on several critical factors, such as age at onset of the health problem,

perceived seriousness of illness, who provides the data, and the manner in

which symptoms are manifested.

As noted earlier, the studies from which these conclusions are drawn are

small, often confined to specific diagnostic groups, and plagued with

methodological problems, not the least of which is that there are no

significant theories on which to base understanding of childhood chronicity.

Two possible exceptions are the work of Rose (1984 & 1987) and Rolland

(1988), presented in Chapter 2. Methods of assessing behavioral difficulties or

maladjustment are not consistent among current studies, making

comparisons and conclusions impossible. In short, it is too soon to make any

stronger conclusion than chronically ill children may be psychologically

vulnerable.

Recent years have seen a tremendous growth and
reconceptualization in approaches to understanding the impact of
chronic disease on children and their families. The traditional
deficit-centered model is slowly being replaced. The trend is
towards models that take account of coping resources and
individual competence....and towards an understanding of how
ordinary families deal with with specific crises that arise. (Eiser,
1990, p. 85)

Unfortunately, as positive a statement as this is about psychological

theory and childhood chronicity, Eiser (1990) implies a crisis model for

thinking about the effects of the child's condition on the family. Although

many families do describe moving from crisis to crisis, many (as is

substantiated in this research) feel that their ongoing work averts most crises,
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and though wearing, many feel successful in managing the chronic condition.

Eiser herself comments later in her review of the literature that we know

very little about the effective coping strategies clearly employed by a large

number of children.

There is a small but growing literature that addresses the effects of a

brother's or sister's chronic condition on well siblings. The next section

examines some of what is known about the responses of a powerful

socializing force within the family, the sibling subsystem.

Well Siblings as Informants

In this presentation of the research literature pertinent to well siblings'

responses to a chronically ill child, the same differentiation about the unit of

analysis must be made. However, proportionately more studies were located

that used data that siblings generated themselves. As well, parents and

sometimes teachers were often asked to inform about healthy siblings. This

section emphasizes the former; the parent-informant studies will be

presented more briefly. It is noteworthy that five review articles were located

(Brett, 1988; Lobato, Faust, & Spirito, 1988; McKeever, 1983; Seligman, 1983;

Simeonsson & McHale, 1981). Systematic study of siblings has appeared in

the health and social science literature only in the past two decades. Until

recently, the study of healthy siblings assumed that they were psychologically

disturbed by the chronic condition in their family (Lobato, Faust, & Spirito,

1988). Lay literature seems to reflect these concerns as well (Iles, 1979).

Surprisingly, the more recent scholarly work on the topic does not. Typically,

parents express more concern about siblings than the children do themselves

(e.g., Pinyerd, 1983). In general, studies frequently set out to examine

untoward effects of living with an ill or handicapped sibling but find that,

although there is some support for this negative assumption, there is
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stronger support for the premise that well siblings are no different from

siblings of healthy children.

For example, a recent study by Tritt and Esses (1988) found no differences

in self-concept between ill children's siblings and healthy matched controls,

nor did a similar comparison group study by Dyson (1989). In fact, many

siblings appear to benefit emotionally and psychologically: they are reported

to be well-adjusted, more compassionate, more sensitive, more appreciative

of their own health, more socially competent, and have greater

understanding of people and a more positive outlook. In later life, they have

been shown to be more humanitarian and altruistic (Farber, 1963, cited in

Simeonsson & McHale, 1981). Older brothers of handicapped children were

found by Dyson (1989) to be less aggressive, less deviant, less hyperactive, and

less isolated than brothers of non-handicapped children. Any adverse

outcomes documented are: increased aggression, poor peer relations, anxiety,

somatization, decline in school performance, and depression.

In the literature available, qualitative methods were most commonly

used with the siblings. For example, Martinson, Gilliss, Colaizzo, Freeman,

and Bossert (1990), Taylor (1980), Pinyerd (1983), Kruger, Shawver, and Jones

(1980), and Iles (1979) all used semi- or unstructured interviews. In addition,

Iles (1979) supplemented her grounded theory data with drawings that were

requested after each interview with the sibling of a child with cancer. The

children expressed change as an over-riding theme—change associated with

their ill sibling's physical appearance, change in family routines, changes in

their environments. Both their multiple losses and gains were evident.

Kruger, Shawver, and Jones (1980) interviewed parents of children with

cystic fibrosis and well siblings separately but at the same time, using two

interviewers. Fourteen families participated. Most siblings described their
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brother or sister's condition in a relatively rote manner, were unable to

express their feelings, and looked uncomfortable when the condition came

up. This is consistent with Canam's (1986) study of parents of children with

cystic fibrosis, who found it very difficult to talk openly with their children

about the condition. It is hard to know what and how much to tell, partly

because there is very little published to guide professionals and parents

(Seligman, 1983). Burton (1975) and Featherstone (1980) have written

powerful testimonies (both suitable for lay reading) to the importance of

telling and talking with siblings, but siblings report troublesome intra-family

communication concerning the illness.

However, Taylor (1980) reports that two-thirds of the 25 seven to twelve

year old siblings she talked with revealed feelings of isolation, egocentricity,

deprivation, inferiority, or inadequate knowledge. On the other hand, one

third expressed positive effects such as cooperation, empathy, increased self

esteem, rewards, and cognitive mastery. Parent-child relationships, medical

care and treatment, and play and socialization had the greatest effect on

siblings. Similarly, Pinyerd (1983) found, when interviewing 12 like-aged

siblings of children with myelomeningocele, that they had concerns of which

their parents were not aware. By and large, these were concrete in nature:

worry about their brother or sister not being able to run and play, having

family plans disrupted, having their parent spend more time with the

affected child, and having more chores to do. They indicated a desire to talk

over such issues with other like siblings.

Some investigators combined interviews with other methods more

formally. For example, Rollins (1990) used the Kinetic Family Drawing with

20 siblings of children with cancer, then used a case study approach to analysis

since the sample size was small. Walker (1988) did the same, but also
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included puppet play, cartoon story telling, a sentence completion test, and a

"limited number" of direct questions. Content analysis on these sibling data

revealed the children's major stressors were loss, fear of death and change.

This study is as important for its creative methodology (all the instruments

were designed by the researcher) with seven to 11 year olds as for the

somewhat negatively toned interpretive findings. In fact, however, the

taxonomy of sibling's coping strategies is informative and clinically useful.

This study is hampered by the adult-based stress and coping framework that

guides it; it may not be appropriate to apply concepts derived from subjects

with different cognitive abilities than children.

In 1979, Cairns, Clark, Smith, and Lansky took a quantitative approach to

studying siblings of children with cancer. Data came from patients' and

siblings' completions of the Piers-Harris Children's Self-Concept Scale, the

Bene-Anthony Family Relations Test, and the Thematic Apperception Test.

Because of time constraints during family visits, children took one, two, or

three of the "tests" (note the problematic wording for children). In short, the

siblings showed even more distress than the patients. The findings were like

those of the later studies reported above: "perceived social isolation,

perception of their parents as overindulgent and overprotective of the sick

child, fear of confronting family members with negative feelings and concern

with failure (older siblings only). In other areas, such as anxiety and

vulnerability to illness and injury, the patients' and siblings' experience

appeared very similar" (p. 484).

Lavigne & Ryan's (1979) results, published the same year, reflect

somewhat different findings due no doubt to a different instrument being

used: the Louisville Behavior Checklist, which is completed by parents. Four

different groups of children aged three to 13 were compared (hematology,
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plastic surgery, and cardiology patients and healthy siblings). In short, these

authors found the patient groups were more irritable and socially withdrawn,

but also drew some questionable conclusions about the siblings, given the

over-all sample size. That is, when age was controlled for in the analysis of

variance, some cells must have been very small (e.g., there were only 46

siblings overall, broken down by three diagnostic groups and two age groups,

six and under and seven and older). Such adverse effects are weakly related

to sibling constellation variables such as birth order, gender, age spacing, and

family size as well as other factors such as socioeconomic status, mother's

social support, and parental reaction to the disability (Lobato, Faust & Spirito,

1988; Simeonsson & McHale, 1981; Taylor, 1980). Recently, however, more

positive results were reported by Gallo, Breitmeyer, Knafl, & Zoeller, 1992),

who used the Child Behavior Checklist to analyze parents' reports of 28 well

siblings' psychologic adjustment. The children, aged seven to 16 years, were

not reported to experience a significantly higher incidence of behavior and

social competence problems than the normative sample for the instrument.

Because of the complexity of family processes, functions and

characteristics, individuals' personalities, and numerous and diverse

condition-related variables in evaluating siblings' responses in families, it is

very difficult to conceptualize quantitative research with adequate control

over intervening variables. Hence, researchers have approached the study of

sibling relationships from many different angles. This makes a succinct

analysis difficult since threads and trends are not yet discernible, and there are

inconsistencies. Lobato, Faust, and Spirito (1988), who appear to review and

conduct only quantitative research, close their recommendation for more,

better sibling research by saying:
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Children will be affected when one of their brothers or sisters is

seriously ill or disabled. To argue the point is callous to the
realities of family life. What researchers should hope to achieve,
however, is an understanding of how siblings are affected and
what determines the effects that occur. Family relationships are
complex and difficult to capture empirically.... [Further research is
needed, but an understanding of these interactions will occur
only if their family context is fully appreciated both conceptually
and methodologically. (pp. 403-404)

These authors stop short of seeing the potential for theory development and

depth of understanding about sibling relationships that would result from

qualitative study (LaRossa & Wolf, 1985; McLaughlin, 1982).

Phenomenological or interpretive/hermeneutic research would enhance

understanding of the siblings' and ill children's perceptions of living with a

chronic condition, and grounded theory would be a suitable method to

generate theory about sibling interactions: processes, outcomes, consequences,

and conditions.

Sibling research suffers from small, uncontrolled, cross-sectional studies

with methodological problems that make generalization of their results

difficult (Brett, 1988; Lobato, Faust & Spirito, 1988). Like research with ill

children, sibling studies have a preponderance of small, anecdotal, clinically

based studies without a theoretical core. We really do not know how siblings

are affected, what determines the effects, how long-lasting or significant the

effects are, nor how well-child issues are handled within the family. Like

those pertaining to the ill children, "understanding of these interactions will

occur only if their family context is fully appreciated both conceptually and

methodologically" (Lobato, Faust, & Spirito, 1988). Simeonsson and McHale

(1981) make a strong case for viewing sibling effects of chronic condition bi

directionally. Very little work has examined the effects of well siblings on the

ill child and family, much less how these effects occur.
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Parents: the Primary Informants.

The literature about parenting the chronically ill child is large and

varied; over 100 papers pertinent to the topic were reviewed during the

preparatory period for this research. Obviously, a review of this magnitude

would be inappropriate for the dissertation; the goal is a presentation that will

locate the present work, give it context, and demonstrate that this project

makes a unique contribution to knowledge about families in health care. In

fact, much of what appears in the literature as family research about the

effects of pediatric chronic condition uses parents as informants (eg. Holroyd

& Guthrie, 1986; McCubbin, 1989). This section demonstrates that research

that purports to inform us about families using exclusively parent data falls

short of its mark.

To cull the parent research to manageable, pertinent proportions, some

criteria were developed. Here, a report is included if it is classic in the field,

related substantively and methodologically to the study of families dealing

with a chronically ill child, and the findings have family-wide significance.

Authors who studied variables specifically related to parenting and parent

responses are not included here (e.g., Hayes & Knox, 1984; Mardiros, 1982;

Robinson, 1985). Even with these limits, the list is lengthy, so only brief

summaries are presented, and critical comment is applied to groups of

studies. The studies have been grouped by principal methodology:

qualitative, quantitative, triangulated, and meta-analytic.

Qualitative Studies. Many of the qualitative accounts relate to specific

children's diagnoses, such as cancer (Barbarin & Chesler, 1984), diabetes

(Benoliel, 1975), or cystic fibrosis (Canam, 1986; 1987). Coping or managing a

child's chronic condition is a major theme among these reports. Parents
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voice concerns about the effects of the ill child's condition on the whole

family, including siblings, describing the many effects experienced

throughout the family system. For example, gaining information (the

"medicalization" of parents) and learning new skills, such as blood glucose

monitoring, the care of ventilators, or doing chest percussion, are a significant

part of parental and family adjustments to a child's condition. Time and task

management (the trajectory work of chronic illness) is described by Benoliel

(1975) and by Barbarin and Chesler (1984), and the barriers and resources for

acceptable quality family life by the parents in the Scharer and Dixon (1989)

study. Canam's (1986; 1987) primary presentations concern parents' handling

of intra-familial communication, principally about the child's condition. The

effects of support/information group meetings of parents of children with

diabetes was evaluated by Hodges and Parker (1987). The strain of living with

continuous uncertainty in the family is graphically pictured by parents in the

Cohen (1989) study and the predictable and unpredictable critical periods in

family life by the parents interviewed by Clements, Copeland, & Loftus (1990).

Descriptions of troublesome or demanding interactions with the health

care system, and to some extent, the wider social system, recurred in several

reports. For example, Darling's (1979) book recounts parents' up-hill battle to

have their disabled children humanely treated in the health care system.

Similar themes are reported by Robinson (1985) and Cohen and Martinson

(1988); even parents of children with presumably "minor" conditions such as

otitis media with effusion (Wuest & Stern, 1990) encounter difficulties

procuring adequate diagnosis and on-going care for their child. The situation

can be doubly frustrating for families who lack facility in the practices and

language of the dominant culture, as described by Malach and Segel (1990).

The overall picture of the impact of a child's chronic condition is one of
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multiple demands on the family and on-going accommodation, especially by

parents.

In 1955, Bozeman, Orbach, and Sutherland published a now-classic piece

on the effects of childhood cancer on mothers. What is remarkable about

their study is the breadth and depth of the analyses of their interview data, at

a time when studies of the qualitative type were rarely published in medical

circles. Twenty mothers whose children had just been diagnosed with cancer,

a then invariably fatal disease, were interviewed in-depth over several

months as their child's condition changed and deteriorated. Their lengthy

article described in detail the maternal responses of denial (screening out the

reality of the situation and compulsively trying to reverse it), guilt and

responsibility, anger, hostility, manipulation of hospital rules and routines

(which were much more rigid and inhumane at the time), ambivalence about

nursing care (which is at once appreciated but is given in conflict of the

mother's usual roles with her child), identification with other mothers in the

same situation or choosing not to identify, and use of social support. Much of

what is described in this article is commonly seen by practitioners today, and

described in qualitative research with similar or different groups of mothers

(Burton, 1975; Knox & Hayes, 1983; Mardiros, 1982; Tavormina, Boll, Dunn,

Luscomb, & Taylor, 1981).

Like all qualitative studies, the findings from these reports are not

generalizable; the average sample size was 15-20 families in this sub-group of

studies, all drawn purposively or by convenience. Grounded theory and

constant comparative analysis was the most commonly used method among

the qualitative studies, so that this subgrouping of the research literature

encapsulates a small but solid base of relatively new, clinically based theory

about family responses to a child's chronic condition, raising concepts and
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issues that require further investigation and testing. However, the only

informants about the phenomena of study were parents. None of these

authors attempted to broaden the picture by including interview or

observation with other family members or conjointly. As such, these reports

stand as parents' perspectives on family issues. However, these studies do

constitute a cadre of reports against which other qualitative findings about the

family impact of a chronic condition may be compared.

Quantitative Studies. The research in which parents provide the data

about families are mainly quantitative and primarily cross-sectional (the ratio

of cross-sectional to longitudinal studies is about five to one). As could be

predicted by the state of knowledge development in family science, these

studies offer a broad range of conceptual orientations and approaches to their

research problems. If one dominant theme could be isolated, it is the stress of

having a chronically ill child in the family and associated parental and

familial coping strategies; stress and coping frameworks were cited for most of

the stress-related studies in his group. This is an area of research where

instrumentation and mid-range theory development are more advanced

than in most family research. The Typology Model of Family Adjustment

and Adaptation (McCubbin, Cauble, & Patterson, 1982) model was tested by

Marilyn McCubbin (1988) in a study of 58 two-parent families with a child

with meningomyelocele and by Patterson (1985) in a study of 72 two-parent

families with a child with cystic fibrosis. In the latter study, family resources

were found to be associated with more compliance with medical regimens,

whereas McCubbin (1988) attributes increasing levels of family system

involvement to increasing severity of the ill child's health problem.

Although power analyses are not reported in these two studies, their good
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validity estimates for the instruments used.

Marilyn McCubbin (1989) also tested the Typology Model of Adjustment

and Adaptation, a refinement of the earlier model, in matched groups of

single-parent and two-parent families with children with cerebral palsy.

Although there are a number of methodological problems with the study, her

failure to find between-group differences of accumulation of stressors and

demands, resource strains, family type, family cohesion, family resources,

mastery and support, and indices of child health are a significant addition to

the literature. The groups were only different in financial well-being and

specific aspects of maternal coping; in fact, single parent families scored

higher in adaptability.

Two groups of families were compared with matched families by Kazak

(1987) and Kazak, Reber, and Snitzer (1988); one investigated families and

children with phenylketonuria (PKU) and one families and children with

non-categorized disability or chronic illness. These large studies (94 and 252

respectively) were conducted over time, though the methodology was cross

sectional. Their strengths lie in the multivariate approach taken to their

designs and relatively sophisticated statistical methods, used in an effort to

report family process findings such as family adaptability and cohesion,

parental distress, marital satisfaction, and child behavior. Multivariate

analyses revealed no significant group differences, though univariate

methods forced slight differences (e.g., family adaptability and cohesion was

lower in families coping with PKU and children's social competence was

lower in children with PKU). The failure to find significant stress, social

network, and marital satisfaction differences points to successful coping

strategies among families with a chronically ill child, and a need to re
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evaluate the commonly-held conception that living with a sick child is a

primarily negative force in family life.

Wegener and Aday (1989) interviewed parents of 138 families with a

ventilator-dependent child at home at two time periods. They used a

structured telephone interview schedule and mailed questionnaires to

identify families or situations predictive of family stress, finding that none of

their hypothesized child-specific variables predicted families at risk for stress,

though family finances, specific family structure and social environment

variables (e.g., single parenthood or available extended family or other

caregivers), and a comprehensive discharge-from-hospital plan were

predictive. This is a strong descriptive study where randomization would

have been impossible, though a comparison group would have aided

generalizability.

Wilton and Renaut (1986), on the other hand, did use a comparison

group to look at stress in families of mentally handicapped and non

handicapped preschoolers (42 in each group); mothers reported significantly

higher stress scores when their children were intellectually handicapped,

although there is "a suggestion" that stress scores are generally higher among

mothers of preschoolers. Although using a supposed family stress scale (the

Questionnaire on Resources and Stress), these authors are among the many

that make cross-level inferences from parental data to family concepts. Other

authors who did this in unfortunately ill-conceived research about family

stress after pediatric heart transplantation were Uzark and Crowley (1989).

Using the Feetham Family Functioning Survey and the Chronicity Impact

and Coping Instrument: Parent Questionnaire, they studied 10 parents they

termed families. The implications about family stress drawn from the large



number of variables in this study renders the findings ungeneralizable and

not really useful for generating hypotheses for new or replication research.

Adjustment and coping are the continued theme of studies reported by

Austin (1990), Cowen, Mok, Corey, MacMillan, Simmons, and Levison (1986),

Holroyd and Guthrie (1986), Kazak and Marvin (1984), Philichi (1989),

Reynolds, Garralda, Jameson, and Postlethwaite (1988), Stullenbarger, Norris,

Edgil, and Prosser (1987), Trute (1990), and Varni, Rubenfeld, Talbot, and

Setoguchi (1989). Generally, parents are able to identify the ways they cope,

and report that their families function very well at least as set out on the

various paper and pencil tests administered. Situational stressors and

resources are identified; for example, hospitalizations are associated with

more family disturbance (Cowen et al., 1986; Philichi, 1989). Family

functioning is higher among families with less conflict (Varni et al., 1989) and

ill children's and siblings' behavior problems are slightly increased in the

presence of a chronic condition (Cowen et al., 1986; Varni et al., 1989).

Although most of the nine studies last cited were relatively small (sample

sizes ranged from 22 to 100), they constitute attempts of researchers to

establish family strengths and vulnerabilities and to try to describe the reality

of family life when a child has a chronic condition. They are limited, of

course, by the conceptualizations of the research design and what the

instruments can reliably and validly capture.

One small (n=20 mothers) nursing study correlated parental reports of

their chronically ill children's developmental profile with estimates of family

impact of the illness (see p. 49 of this report). Schlomann (1988) concluded

that "delays in [the affected child's] motor skills are associated with positive

effects on the family, while delays in cognitive-psychosocial skills are

associated with negative effects" (p. 180). Although this investigator warns of
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the limitations of such a small, nonrandomized sample, readers must be

extremely cautious in the interpretation and application of findings such as

these.

Critics of family science frequently point to the need for longitudinal

research in order to tap into family process, change, and interaction patterns

(Feetham, 1984; Gilliss, 1989; Nye, 1988). Only two longitudinal studies were

located for this subsection of the present review. Anticipated difficulty with a

"high-technology" home care device, an apnea monitor, was not borne out in

a study of 12 families with monitored and nine nonmonitored (oral

Theophylline) infants at home. Sweeney (1988) established that issues over

new infant care were most difficult for new mothers; there were no time

point differences or between-group differences on the Profile of Mood States,

the Feetham Family Functioning Survey, and the Impact-on-Family Scale.

The other study, reported by Kupst and Schulman (1988), demonstrated

significant improvements in family adjustment over time in families who

participated in a prospective study of the impact of pediatric leukemia.

Semistructured interviews, a Current Adjustment Rating Scale (parental self

report) and a staff-rated Family Coping Scale, all completed six years following

diagnosis, demonstrated associations between family coping and the level of

family support, occupational levels of the fathers, and coping at earlier stages

of the illness in 43 families. These two longitudinal studies share with many

others discussed here some methodological problems that limit

generalizability and force caution in interpretation of their results. Since the

criticisms are common to so many research reports, they will appear together

in a later subsection of the paper.

Triangulation. Despite prevalent documented interest in triangulation

in the nursing and related literature, only two mixed-methods studies were



appropriate for this review. Barbarin, Hughes, and Chesler (1985) used

structured and semi-structured, separate interviews of 32 couples who were

parents of a child with cancer. Coding the data into defined categories and

applying nonparametric statistics, they examined the association between

medical stress, individual coping strategies, couples' coping patterns, and

their assessment of their marital functioning. Parents reported an increase of

family cohesion as a result of their cancer experiences, and cited the spouse as

the best source of social support. These authors also found "some matches"

between personal and spouse coping and perception of marital quality and

support. Beavers, Hampson, Hulgus, and Beavers (1986) investigated the

impact of having a retarded child in forty families at four different critical (the

children's developmental) periods. Videotaped interviews with whole

families, clinical observations, and the Beavers family assessment tool were

used. Overall, families were found to cope positively, with 22 of the families

scoring in the optimal to adequate range in family competence.

Meta-analysis. One meta-analytical study is reviewed here. Schonkoff

and Hauser-Cram (1987) surveyed 31 studies of family outcome measures to

assess the overall effectiveness of early intervention with disabled babies (to

age three years). Ninety-one effects were summarized, 51% of which related

to child developmental quotient; only seven studies included any parent

related outcomes, and none measured family functioning! These authors call

the lack of consideration of family variables in these reports the "one-size-fits

all" service model. They raise several interesting methodological issues and

their findings provoke a gamut of researchable problems for future

investigations.

Largely, designs in these studies are based on the assumption that

adjustments, adaptations, and the work of parenting offspring with chronic
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conditions is stressful (Bozeman, Orbach, & Sutherland, 1955; Burton, 1975,

Barbarin & Chesler, 1984; Knox & Hayes, 1983; Mardiros, 1982), although there

is support in the more recent literature for the notion that parents have

remarkable strengths and coping abilities (McCubbin, 1988 & 1989; Sabbeth,

1984; Tavormina et al., 1981). Families with chronically ill children are

thought to experience more or different stress than most young families

(McCubbin, 1989; Wegener & Aday, 1989). However, the literature fails to

substantiate this; it is equivocal whether the effect of the long-term health

problem is uniformly negative. Some of the inconsistencies may be

attributable to conceptual and methodological problems of study design

(Kazak et al., 1988). There are few studies of fathers, little longitudinal work,

and no consistent use of theory to guide the research about parental responses

to having a chronically ill child in the family.

Pediatric Chronicity and Families: Studying the Whole Family

Several scholarly journals have been publishing family research and

theory development for over 50 years. Examination of these articles and the

many family texts and anthologies reveals a preponderance (in content and

methodology) of family-related subjects and approaches, reflecting the

complexity and difficulty of family unit study (Adams, 1988; Nye, 1988). The

largest part of this body of work has been done in the logical positivist

paradigm, wherein variables of study are carefully defined and limited, and

findings cautiously integrated as single concepts into a developing

understanding of families. The propositional, integrative links between

findings are therefore not yet well established, and family theory in general,

and applications in health care research in particular, could be considered

rudimentary. Clinically-focused publications address families as units or
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systems rather more successfully (e.g., Tomm, 1984; Umana et al., 1980;

Wright and Leahey, 1984; Wright & Watson, 1988).

From the extensive literature search undertaken for this project only

nine publications were judged to simultaneously address families as systems

and health care issues in the population of interest for this study. These

served to guide the initial questions, hunches, or hypotheses that frame the

investigator's approach to the proposed grounded theory study. It is

noteworthy that eight of these nine studies use qualitative methods. All shed

light on the whole family with a chronically ill child, although primary

informants were usually parents.

The single quantitative study examined family interaction

longitudinally after a new diagnosis of diabetes in an adolescent member

(Hauser, Jacobson, Wertlieb, Weiss-Perry, Follansbee, Wolsdorf, et al., 1986;

Hauser, Paul, Jacobson, Weiss-Perry, Vieyra, Rufo, et al., 1988). Direct

observations, multiple scoring, and multiple variables from family members

fostered understanding of family interaction, functioning, and adjustment.

The authors report that parents and their diabetic children (N=56) expressed

significantly more enabling (focusing, problem solving, active understanding)

behaviors than a comparison group of families (N=49) whose children

experienced a serious acute illness. The emphasis on observation of

interactions between members and the conceptual definitions of interaction

behaviors and styles are strengths of this work; problems relate to sampling

issues, and confounding of variables associated with the collection of data in

conjunction with medical intervention.

Case studies are described by Desmond (1980) and Pollner and McDonald

Wikler (1985). Desmond (1980) visited two families of children with cancer

for one-and-a-half hours weekly for 10 weeks. She audiotaped her
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unstructured interviews, made field notes, collected family histories, and

assessed families with three projective techniques. Her description of the

lives of these troubled families is enriched by liberal reporting from her

triangulated data, rendering credibility to her interpretation of the families'

experiences. Pollner and McDonald-Wikler (1985) report a sociological case

study of an unusual family whose youngest child was persistently seen by her

family as being competent although she was severely mentally retarded. The

authors' multiple means of observation and documentation of the family

members' interactions with their daughter/sister is an exemplary means of

studying families.

Davis' (1963) ethnographic portrait of 14 urban families coping with the

diagnosis, treatment and management of their child's poliomyelitis stands as

another seminal family work. Although his primary informants were

parents, he made extensive observations and field notes of family actions,

reactions, and interactions over three years. His use of multiple methods and

longitudinal design are characteristic of ethnography, and this work stands

now as a classic account of the anger, fear, frustration, guilt, and adjustments

of families to a permanent, crippling handicap in a child. Davis (1963)

mapped interactional strategies he called passing (attempting to eradicate or

disguise the visible signs of handicap in order to "pass" as normal),

normalization, and disassociation (a response set where families avoided or

insulated themselves from events that might make them acknowledge their

differentness).

Ablon (1988) also used multiple anthropological methods in her study of

dwarf children and their families, tracing the means, methods, and courage of

children and families in learning to live with a highly visible physical

difference. Twenty-five family members and "countless" others were
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interviewed over several years and a subset of six parental dyads were

observed over six years. Again, parents were the primary source of data, but a

broad range of field work activities deeply enriched the researcher's

perspective of the development of daily coping with profoundly short

children. Phases of adjustment are described, daily logistics mapped out,

school experiences of the children are detailed as well as their "social world",

a world of being different and in some ways vulnerable. Ablon illustrated the

reciprocity of the impact of the condition and the family on each other.

Burton's (1975) study of parents and children with Cystic Fibrosis (CF) in

Northern Ireland also used parent informants, but observations included the

ill children and siblings. Her content-analyzed theory (though design and

method are never named) paints a rich picture of family life of 53 families.

She traces the now-familiar processes described by most parents of chronically

ill children: their noticing symptoms and obtaining a diagnosis, learning

about the disease then having to advocate for themselves and their children

by continuously gleaning and giving information, how they did or did not

come to terms with the inherited factor in CF, how they coped with

treatments, hospitalizations, fatigue, financial problems, employment, and

parents' hopes and fears for their sick children.

Recently Knafl and Deatrick extended their conceptualization of

families' management of their child's chronic condition (Deatrick & Knafl,

1990; Knafl & Deatrick, 1990). This work was supported by three studies using

their emerging Family Management Style conceptual model (Gallo, 1990;

Kodadek & Haylor, 1990; Murphy, 1990). Derived from grounded theory

research with parents as informants, this model focuses on management

behaviors directed toward the ill child, the family system, and the social

system, and directs researchers to think about family processes and
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interactions concerning families' management of the ill child within the

family unit.

Also derived from grounded theory, Benoliel (1969 & 1975) used

triangulation of methods in cross-sectional studies of families of adolescents

and adults with diabetes. Her work is important in the field for, among other

things, its use of total family interviews. The investigation was especially

enriched by data collected from people in a wide variety of roles, inside and

outside the family. She describes two essential tasks of families in her study

of adolescents with diabetes: management of time and control of food become

central in the lives of all family members. She identifies parenting types she

calls protective, adaptive, manipulative, and abdictive, defining and

describing behaviors demonstrated by parents of each type. Neither of her

reports describe the research method, so auditability is problematic.

Anderson (1981 & 1990; Anderson & Chung, 1982; Anderson & Elfert,

1989) takes a phenomenological approach in her on-going program of

research with Chinese, Indo-Canadian, and Caucasian families with

chronically ill children. Extensive observation and interviewing of families

at home contribute to the "family picture" provided in her reports. The

initial report (Anderson, 1981; Anderson & Chung, 1982) describes the

differences in "normalization" interpretations and approaches between

Caucasian and Chinese Canadian parents. More recently, these authors

(Anderson, 1990; Anderson & Elfert, 1989) explore caring for the chronically

ill child within the social-economic-political-cultural context, one in which

women do most of the caretaking, saving government and insurance

schemes billions of dollars, doing work that is simultaneously devalued and

unpaid.
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Together, these nine studies reflect a beginning effort to understand

more of family life with a chronically ill child, but the picture remains

incomplete; none of these studies address the multiple levels of data

collection, analysis, or abstraction necessary to conceptualize the impact

system-wide. It is noteworthy that in the area of pediatric chronicity, so few

researchers have used observations of whole families.

Conclusion

Examination of the works reviewed, even in the last section, reveals that

there is little published research concerning families in health care that deals

with the family as the unit of analysis (Feetham, 1984; Gilliss, 1989; Hayes,

1993; Moriarty, 1990). In order to advance nursing knowledge about families,

the discipline needs sound studies that test or generate theory and are linked

to practice (Gortner & Schultz, 1988; Meleis, 1991).

It has been estimated that less than five percent of the articles on families

and health are empirical studies (Campbell, 1986). What literature there is

comes from divergent fields and is of variable quality. In a comprehensive

review from a medical perspective, Campbell (1986) notes that researchers

and clinicians are working in relative isolation from one another,

encountering similar problems and repeating the same mistakes. Very few

researchers in the health care field are prepared or interested in studying the

family, perhaps due to its complexity. As I have shown in the last sub-section

of this review, interpretive methods offer much promise in the study of

family unit processes as they relate to health and health care.

Much of the research and theory published to date has focused on

selected specific aspects of family life, such as the family environment, family

functioning, marital quality or communication, divorce, family violence,

stepfamilies, and so on (Berardo, 1990). The literature is replete with cross
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level inferences to family concepts from data collected from individual

members (Gilliss, 1991; Hayes, 1993; Moriarty, 1990). Knowledge generation is

hampered by researchers' frequent failure to identify the family theory

guiding their studies (Nye, 1988).

Conceptual and review articles demonstrate the complexity of the issues

and problems facing family researchers, raising issues such as who the best

informants are, the size and methods of sampling, measurement design and

methods, reliability and validity issues in individual, dyadic and group

measures, the potency of intervening variables in complex research

situations, and statistical methods. Investigators are often not clear about

defining or substructuring the family variables within quantitative studies,

particularly extraneous variables, mixing independent, dependent, controlled

and uncontrolled.

The evidence supporting the notion that the family affects and is affected

by the illness is "neither extensive nor totally convincing" (Stuifbergen, 1987

p. 44). The field is relatively new, so as researchers grapple with the problems

of studying the family as the unit of analysis, there are quite naturally

conceptual and methodological problems (Kazak, Reber, & Snitzer, 1988). The

current research and theoretical literature clearly demonstrate significant gaps

in work where the family is the unit of analysis; there is need to delineate

what concepts are important for theory building and research and the best

methodological approaches. Only when there is a sound body of knowledge

of truly family research can we design, modify, and deliver health and

nursing care specific to families' actual situations, in this case, those whose

children have chronic conditions.

The findings and methods of the studies reviewed in this section and the

concepts of the theory identified in Chapter 2 have particularly influenced the
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approach to the proposed study. Tied with my clinical and research

experiences, they form part of my identifiable forestructure, the ideas, values

and knowledge which have driven the selection of the research problem and

the decision to use grounded theory to better understand families and their

children with chronic health conditions.

This study adds substantially to the literature for: 1) the generation of

much needed theory to increase understanding of families in health care,

2) approaching the family as the unit of analysis in research, and 3) its

somewhat innovative approach to data collection methods in order to

capture some of the complexity of the family system. More comprehensive

family theory would in turn provide health care professionals with direction

for the design of cost-effective family interventions, programs, and policy

better suited to families' needs, particularly in home care.



CHAPTER 4

Grounded Theory as Method

As is clear from the theoretical and research-based knowledge about

families in health care, a family-unit approach to developing knowledge is a

rarity. There is no consistent theory applied in research, in fact, there is little

of any kind of theory applied in studying families (Feetham, 1984; Nye, 1988).

There was little evidence of a systems approach to health care research in the

forgoing review despite Campbell's (1986) assertion that since it has become

"the dominant theoretical model in family therapy" (p. 139) and research into

the psychosocial correlates of health is more advanced in the mental health

field, systems theory has become the dominant paradigm for research in that

field of medicine. The search undertaken for this project does not

demonstrate that this interest in studying families holistically has spread

across disciplines. The significant gap in knowledge about the family impact

of a child's chronic condition would be ameliorated by pertinent midrange

theory about their situation.

One obvious deterrent to studying the whole family is method.

Particularly from a positivist perspective, the myriad of complex variables

one must isolate in order to study families becomes theoretically demanding

and overwhelmingly complex. Perhaps this explains the preponderance of

qualitative methods among the few studies of whole families that have been

attempted. It was for that reason that grounded theory was chosen for this

initial attempt to study the family-wide impact on daily life when a child has

a long-term health condition. This method is ideal when little is known

about a phenomenon, or when knowledge may be biased and a re-evaluation

of the phenomenon in its natural state would shed different light on a subject

(Sandelowski, Davis, & Harris, 1989). It is especially suited to the study of
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family life because of the processual, action-oriented nature of the

phenomena embedded there; it is ideally suited to answering the

interactional, organizational, and biographical sorts of questions one is likely

to encounter in the study of family life.

Grounded theory about families with chronically ill children is

inductively derived from the daily lives of families who are living that

experience. It meets the criteria of good science: significance, reproducibility,

precision, rigor, and verification (Strauss & Corbin, 1990, p. 31), and some

space later in this chapter will be devoted to expanding how these criteria

were met in this study. First, however, the method will be described along

with the somewhat different approach to data collection (for nursing

research), as well as the customary summary of the sample, setting,

procedures, and analysis. Rather than addressing ethical considerations in its

own sub-section, these are integrated throughout, then collected as Appendix

A (pp. 281-282).

Method and Approach

The procedures and techniques of grounded theory are well documented

(Glaser, 1978; Glaser & Strauss, 1967; Strauss, 1987; Strauss & Corbin, 1990).

Family interviews and observations were supplemented by other forms of

data in this study, all integrated into theory by the inductive and deductive

analytic method, constant comparison. Compared with published nursing

studies that have used grounded theory to date, it can be said that a somewhat

broader, ethnographic approach was taken to data collection methods in order

to tap a wide variety of sources of information concerning families' living on

a day-to-day basis with a child's chronic condition. This facilitated the

abstraction of dense, valid theory.
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Sample

Ten families were selected to inform about their daily lives, at first using

open sampling, then subsequently a purposive, selective method called

discriminate sampling (Strauss & Corbin, 1990, p. 176). Both these are non

probability sampling methods, assuring selection of families most able to

provide information on the phenomena of interest (Sandelowski et al., 1989).

In this case, the informants were families with young children with various

chronic childhood conditions, since the focus of the research is the health

effects for the family system and the individual members.

Representativeness of the sample was assured by the intake procedures: 1) My

extensive previous clinical and research experience renders me aware of the

wide variety of families of different structure, cultural backgrounds,

socioeconomic groups, and educational/vocational levels who might have

come forward. 2) Advertising was placed in newsletters, newspapers, and

locations that suitable families were most likely to access. 3) Referrals were

made by nurses working with families in a variety of settings. 4) Once

informed of the existence of the study, a family member placed a telephone

call to me for more information, during which the suitability of the family for

the study could be assessed. 5) Further evaluation for suitability of data began

with the first visit and continued with each subsequent one. By mid-way

through the initial visit it would be evident whether or not the family

represented the research phenomenon well. Theoretical sampling continued

as necessary over the 11-month course of the research, driven by the phase of

the analysis and the development of the categories. The representativeness of

the families was at first established by taking an initial family history and

evaluating the "story" of the child's chronic condition and comparing this

with literature- and experience-established knowledge about families with
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children who have chronic conditions. Families that entered later were also

assessed through the first visit, but their "data" were compared with concepts

that had arisen during previous analysis.

Non-categorical approach. It will be noted that no one health diagnosis

dominates the conditions these families were dealing with. The notion that

the chronicity of a health problem places unique requirements for complex

adaptation broadly throughout the family system (Kantor & Lehr, 1975; Stein

& Jessop, 1984) was central to this study. Therefore, a diversity of children's

conditions was deliberately sought. A non-categorical (Stein & Jessop, 1989)

approach to pediatric chronicity was selected since my past research and

clinical practice and the literature substantiate that much of what parents

report as different in raising a child with a long-term health problem is the

on-going, day-by-day, tenacious nature of the condition, not necessarily the

specific requirements of the condition itself. It is acknowledged that there are

disease-specific adaptations as well, but for this preliminary study, it was

decided to focus on family responses to chronicity in general. This had an

additional advantage of increasing the population pool of available families

since many chronic pediatric conditions have a low incidence.

For this study, the chronic condition was one that was managed

primarily within the family at home (46 weeks of the year), and was

something the child and family had dealt with for a year or longer. It was not

life-threatening at the time of data collection. Therefore, the affected children

in the sample had the various chronic conditions seen in Table 1 (p. 83). To

be selected for the study, the condition could not necessitate professional or

semi-professional or daily help from outside the family, such as over-night

nursing assistance.
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Stuart (1991) recently presented a concept analysis of the term family

from the practice and scholarly literature. Her five critical elements are used

to aid selection into this study in addition to Whall's (1986) definition cited

earlier (p. 10 of this report): "1) The family is a system or unit. 2) Its members

may or may not be related and may or may not live together. 3) The unit may

or may not contain children. 4) There is commitment and attachment among

unit members that includes future obligation. 5) The unit caregiving

functions consist of protection, nourishment, and socialization of its

members" (p. 40). In this study, then, preferred informant families: had two ; : --
adults living at home to control for the stress associated with single . --S
parenting; had any number of natural or adopted children; had members who *

* ...)

consented or assented to participation if they were able (see Appendices A &

B, pp. 281-282 & 283-284 respectively), lived within 100 kilometers of ºs

Vancouver; and were English-speaking. Families were not included if the -:
child with the chronic condition was over the age of 12, an age when children . . . . ;
become capable of abstract thinking and become increasingly responsible for

s • º

their own care. These factors simply imposed some limits for this º º- -

preliminary family-as-the-unit-of-analysis study. "><
Some characteristics of the participant families are shown in Table 1

(next page). All the names used in this report are pseudonyms in order to

provide privacy and confidentiality. The families were drawn from British

Columbia's most densely populated sector, called the Lower Mainland and

located in the south-west corner of the province. The Neares lived farthest

from Vancouver (home to the province's only tertiary level pediatric referral

center), about 100 kilometers (60 miles) from "the city". All families had two

adults; all but one of these were married couples, and natural parents of their

children. One family was composed of a single parent and her elderly
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mother, the grandmother of a singleton son. The number of children ranged

from one to four (the average was 2.1). Only one family had two children *

with a long- -

Table 1
-

Description of the Families º

Family Name Total No. Ill Child's Age of Ill Age(s) of
* * Children Condition Child (Years) Sibling(s) N.

(Years)

Roberts 2 Cerebral Palsy 5 2.5 t
Ralston 2 Congenital Heart 1 4
Norman 1 Anaphylactic Allergy 6 ** =
Kalousek 1 Diabetes 5

-
º

Ibbetson 2 Myelomeningocele 6 4 º
Neare 2 Juv. Rheum. Arthritis 10 9
MacKenzie 2 Myelomeningocele 7 9 ) 2
Sandher 4 Congenital Heart 3 10, 6, 1 *
Holberg 2 Neurological Trauma 3 2 mo.

--

Lobban 3 Asthma 5.5, 5.5 6.5 º -
** All pseudonyms.

-

--- º
- T.

* = - º _*
term health problem, twin boys with asthma. All but two of the affected -

- -

children had siblings, who ranged in age from two months to ten years (mean º
= - º -

age: 5.2 years). The affected children's ages ranged from 12 months to ten º º
`s

years, with and average of 5.18 years. Parents ranged in age from 30 to 51, –

with an average of 36.2 years, not including the 79 year old grandmother. So *:

generally speaking, the sample could be described as young families, with pre- º
7

school and school-aged children.
*

All the families were Caucasian except one, an Indo-Canadian family. A

range of socioeconomic means was purposefully sought, so the annual º
incomes and educational and occupational backgrounds of the parents was

- -

quite varied. One mother and the one grandmother had grade 10 educations, (
six parents had completed high-school, and the remainder had from two to
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nine years post-secondary preparation (one father had a PhD). Economic

means were quite varied as well, ranging from $25,000 annually to $120,000

(Canadian funds, which is about $21,000 to $100,000 in US dollars). Three of

the mothers were nurses, an interesting finding. (One referring nurse, when

requested to solicit a family where the mother was not a nurse, informed me

later that my request had sensitized her to a significant trend among her

clientele, parents of children admitted regularly to a pediatric rehabilitation/

extended care facility. When searching records to comply with my request she

was surprised by the high number of natural, adoptive, foster, and associative

families where the mother was a nurse.) Five of the mothers worked at

home (one was on maternity leave, unsure whether she would return to

work after delivering their second child), and the remaining five were

employed part-time. All but one father was employed; the one was on

disability leave from his paid work. Significantly, six of the eight employed

fathers had jobs where some flexibility in hours of work had been negotiated,

a very helpful arrangement in the demanding and sometimes unpredictable

lives of families with children who have chronic conditions.

In this, as in many interpretive studies, it was imperative that the

sample size be kept small in order to realistically manage the large volume of

data that is usually generated through relatively long data collection periods

over repeated visits. (The amount of time spent with each family is

summarized in Table 2, in the Data Collection section on page 86). Sample

sizes are usually small in qualitative research, with two to 40 being the range

commonly encountered in the literature. New families were entered into the

study until saturation of the major conceptual categories occured (as

presented in the following two chapters), although a planned continuation

will prolong the observational period with some of these families over the



next 12 to 24 months, enriching the theory longitudinally. Details of the

planned expansion are presented briefly in the last chapter.

Families volunteered to the study in a number of ways:

1) advertisements were placed in 10 family/parent resource newsletters and

small-circulation, regional newspapers (see Appendix C, pp. 285-286).

2) Announcements were placed on bulletin boards in community centers and

Family Places. 3) Nurses who knew appropriate families mentioned the

study to them. In each case, the family initiated contact with me, the

researcher, through a telephone call. It had been my experience as well as that

of others involved with family-related, qualitative research that people enjoy

"telling their stories" to a researcher, but it was anticipated that participants

might be more reluctant to volunteer for this study because of the total

amount of family time involved and the fact that a co-operative, family-wide

decision in favor of participation was required. Of those who consented,

cooperation was unequivocal. However, obtaining a sample of ten was

difficult, primarily due to problems in reaching potential families. In the end,

all study families were referred by nurses I knew professionally. Advertising

drew five calls, but four of them did not meet study criteria. Altogether 18

families inquired about the study. Reasons for the eight losses were as

follows: one family had a child with a severe behavior problem; three had

affected children who were too old; one became "unavailable" on call-back,

possibly due to marital difficulties; one was overwhelmed with impending

major surgery for the affected child and job changes for both parents, one

lived too far to reasonably commute. One girl with diabetes, a previously

"model" child, turned 12 during the period between the mother's contacting

me and my readiness to see the family. In the intervening months, she had

become uncooperative with her regime, became moody and withdrawn, and

º
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began acting out. Her mother deemed the timing of participation in the study

quite unsuitable to her (and the family's) developmental tasks.

Setting

Families were initially visited in their homes for observation and

unstructured interviewing. Once families were comfortable with me and

consents signed, and a full understanding of the study purpose and approach

seemed clear to all members, observations and interviews were expanded to

family activities outside the home. With appropriate, overtly stated rationale

and prior negotiation with all family members, definite times were

established for each period of participant observation (such as family dinners)

and non-participant observation (such as injection time). As well as visiting

families at home, I attended riding lessons, swimming sessions, clinic

appointments, MacDonald's restaurant and two coffee shops, went on a

Christmas train outing to the zoo, and went to the wave pool. One family

invited me on a "sleep-over", which was very important to them for it

demonstrated how their fairly regimented day started. Whenever feasible,

audiotape recording was used; occasionally, I took my 35mm camera to

outdoor events.

Design and Methods

Families' experiences were investigated over 11 months using

triangulated methods of data collection, simply to examine the phenomena

from more than one perspective or data-point. The use of multiple methods

or triangulation is common in social science research, and is used for

convergent validation (Burgess, 1984; Jick, 1979); the mixture of methods

overcomes the drawbacks of a single method. When methods and data are

triangulated and later integrated in analysis, however, the description of the



phenomenon is rich, dense, and more valid (or credible, according to

Sandelowski, 1986).

Although the term triangulation is often thought to refer only to

combining qualitative and quantitative methods, Denzin (1978) described

four types of triangulation, two of which served the purposes of this study:

1) data triangulation, which includes a) two or more time-points, either cross

sectionally or longitudinally, b) two or more persons (participants/

informants) to capture individual, group, and interactive elements, and

c) two or more locations or spaces, which may be used to compare behaviors

in different settings. Methodological triangulation which "involves 'within

method' triangulation, that is, the same method used on different occasions,

and 'between method' triangulation when different methods are used in

relation to the same object of study" (Burgess, 1984, p. 145). The latter was not

used in his study. The methods used here were participant and non

participant observation, interviewing, and some photography, all in various

combinations with different locations, times, and informants. The two other

forms not used in this research are triangulation of 3) investigator and

4) theory. As will be seen in the following chapters, the use of multiple

sources, times, methods and means of data collection contributed immensely

to the validity and depth of the theory generated about families with

chronically ill children. In turn, this increased the study's scientific potential,

substantively and methodologically. The way triangulation of data and

method were applied in this study are explained throughout this section.

The design in grounded theory is not fully explicated prior to entry to the

field due to the simultaneous nature of data collection and analytic methods.

The families were "the primary sources of data and the investigator the

primary instruments" (Sandelowski, et al. 1989, p.81). Decisions concerning

*-
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when and how to return to the families for second or subsequent interviews

or observation periods was dependent on the progress of analysis at any given

time. Data collection with one family involved only two visits in six weeks;

two families have been involved for the whole 11 months, contributing 37

and 12 hours of data. In between, there was a range, evident from Table 2.

Involvement depended on family-initiated decisions, saturation of categories,

the density of developing analysis, and the reliability and validity of data

from any given family.

Data Collection

Two families were started in the study in late September, 1991. I

attempted to be involved intensively with only two families at a time,

depending on the frequency of visiting and the stage of analysis (Strauss &

Corbin, 1990). As data were open-coded, and initial questions and hypotheses

became evident (see details in the next chapters), further data collection

opportunities were purposively set up in order to validate or invalidate

(refute) hunches. Thus, appropriate family activities, times, locations, family

members, and methods were selected according to pertinent analytic concepts

and the family's and my availability. A concerted effort was made to not

overburden families, and to not sample activities that were "out of the

ordinary" such as grandparents' visits at Christmas. New families were

added as some families' visits were arranged with much wider spacing and

my time allowed. The time involvement of each family is summarized in

Table 2. This way, theory was "built" from the on-going data collection and

analysis using a dialectic of inductive and deductive thinking (Strauss &

Corbin, 1990).



Table 2

Time Involvement of Each Family

Visits Visits No. of Total

Family No. Begun Ended Visits Involvement
(Hours) *

01 Sept. 91 11 37
02 Sept. 91 6 12
03 Nov. 91 Feb. 92 2 7
04 March 92 5 18

05 May 92 7 13
06 July 92 2 9
07 July 92 1 3
08 July 92 2 4
09 Aug. 92 1 3
10 Aug. 92 1 3

Total 38 109

* Telephone time is not included here.

Triangulation of time. Visits began in late September 1991 and

continued till August 1992, 11 months. Total family involvement varied

from 1 to 11 observation periods of three to 37 hours. The two families (still

with the study) who have participated for the full study period, were visited

over eight months; that is, I did not seen them for the last three months, but

they are willing to remain long-term participants for the expanded study. All

but one family will be continuing as things stand at the time of writing

(September 1992).

Sensitivity to families' needs for privacy and involvement were

considered at all times (see Appendix A, pp. 281-282). Family activities

throughout the day, week, and seasons were sampled, according to evolving

analysis, involvement of specific family members, and the families' and my

convenience. In fact, involvement was not as frequent nor as heavy as
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originally anticipated; these are busy families who monitored closely when

participation in the research was convenient and appropriate for them.

Triangulation of person. Conjoint family interviews and observations,

dyadic and triadic sessions, and individual discussions and observations were

systematically logged as appropriate for the activity at hand, family structure

and age of the children, and the concepts of interest. Conjoint family

interviews are essential to gleaning an understanding of the family system,

interactions, and processes (Burr, Leigh, Day, & Constantine, 1979; LaRossa,

1989; Tomm, 1984). Although this is a widely acknowledged premise, family

as-the-unit-of-analysis studies (or even multiple-member data collections) are

rarely reported in the research literature (for a review, see LaRossa & Wolf,

1985). Systematic attention to observations and interviews with all family

members and groups increased the comprehensiveness and validity of the

discovered theory.

Triangulation of space. After the initial home session, interviews and

observations took place, by prior arrangement, at a variety of locations where

family activities occur, as mentioned on page 86, and also as as appropriate for

the developing concepts. Again, systematic sampling over a variety of family

activities ensured that a valid or credible, realistic picture of family life with a

chronically ill child was rigorously generated from a broad base of data

(Sandelowski, 1986).

Within-method triangulation. Recently, there has been an

overdependence on in-depth interviewing, presenting problems of

interviewer reactivity (Hammersley & Atkinson, 1983). Therefore, three

ethnographic data collection methods were used to increase the

comprehensiveness and richness of data available for constant comparative

N.
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analysis (this was planned to assist as well with overcoming analyst bias, as

were the occasional interpretive comparisons with colleague consultants).

Interviews. An Informal Interview Guide (see Appendix D, p. 287) was

designed to direct initial conversations with families. In fact, this was not

needed except as a mental map, for while rapport was being established,

families demonstrated their ease with me, and comments and observations

about the family impact of the pediatric chronic condition were immediately

apparent. Some attempt was made to suggest general themes at these initial

visits, but in fact, the families initiated topics and activities almost

immediately. Often, there was not even time to have the consents signed and

ask for questions about the study; the "data" started flowing before permission

to turn on the tape recorder was obtained!

Briefly, my technique would begin (only if necessary) with a comment

such as "Tell me what it's like for you to ..." and the flow of conversation

would begin. Thereafter, reflective comments, prompts and perhaps open

ended questions might follow. Since family responses flowed well from the

beginning of each interaction, reflection of conversational content and affect

simply elicited further expansion of the topic under discussion, resulting in

deeper, more substantiated data. Conjoint family interviewing proceeded

along the method of Tomm (1984) and Wright and Leahey (personal

communication, May, 1991 and training films, 1987-1991). For example, the

content of one family member may be reflected by the interviewer to another

family member for his/her reaction and input.

Most verbatim data were audiotaped and most tapes were later

professionally transcribed, if their quality permitted (occasionally, background

noise or technical difficulties rendered recordings untranscribable). Extensive

field notes were made following all sessions as well, and were made in one of

N
-
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two ways: audiotaped for professional transcription or entered directly in the

word processor myself. Unfortunately, although all telephone calls were field

noted, I neglected to keep a record of the considerable time spent in telephone

conversations. Some excellent data were generated over the telephone, often

when the purpose of a call was simply to confirm an upcoming appointment.

(In the continuation study, a telephone answering machine with a "two-way

record" feature will be used, with consent, to capture such data for more

accurate analysis.)
-

Non-participant observation. Simple observations, in which the

observer has no control over the behavior in question, and plays a passive,

unobserved, and unobtrusive role, has the advantage of removing reactivity,

or the effect that the researcher has on the observation (Denzin, 1978). This

method depends almost entirely on visual cues perceived and recorded by the

observer, and results in observations of behavior alone. In this study, it was

planned to provide additional data (not available from verbal recordings),

and served as a reliability and validity check as well. It was used to record

non-verbal and verbal interactions between family members, methods of

dress, the processes by which tasks are done (e.g., non-verbal behavior), details

of the house and furnishings, etcetera. Observations were recorded in

detailed field notes. In this study, such observations were analyzed the same

way as the audio-recorded data.

My plan to observe but not participate in sessions involving activities

when children were present, such as early morning wakings and visits with

physicians, proved impossible. Children simply do not permit non

participation, particularly if there has been previous interaction, a previous

relationship with the child.

{



92

Participant observation is different from interviewing in that the

purpose of the activity is not circumscribed by some previous agreement, say

to talk about a specific topic. I participated in family activities (such as

children's bath times) in as spontaneous a manner as possible, although it

was always known that I was the researcher. The tape recorder was used at

some of these times and sometimes not; when used, the tapes were often not

transcribable, but served as a good reminder of events when recording or

writing a field note. Notes of observations were kept during all visits, and

used immediately after to formulate field notes. Every observation

period/visit was recorded in an extensive field note, whether or not

transcribed data were also available.

Photographic data were also collected as appropriate (Hagedorn, 1990;

Warner, 1991). No photography was done for the study by family members,

though I took some pictures on outdoor outings. Duplicates were made of

these, one each for the family and the project. These generally contributed no

more to the analysis than good observation and field notes. Though they

were offered film funded by the research grant, no families accepted the offer

to take photographs (for the study) of their family activities when I was not

present. The same was true of my suggestions that they videotape family

activities in my absence so these might be entered into the analysis.

Although most of the families had video equipment, agreed in principle, and

seemed pleased with the "free film" offer, they never seemed to "get around"

to it. One family accepted three videocassettes but never used them. This

same family have videorecordings of their two daughters since birth, and

have offered to show me them all if I wish to view them. About one hour of

this footage was watched with the parents one evening. The images in this

brief video segment and the photographs were examined for their conceptual

.
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elements in exactly the same manner as the verbal data, and entered in the

developed theory as field note data.

Analysis

Analytic techniques and procedures for grounded theory are well

established (Glaser, 1978; Glaser & Strauss, 1967, Strauss & Corbin, 1990).

Briefly, data collection, analysis and verification occur simultaneously.

Gradually, through the processes of open, axial, and selective coding and the

use of a paradigm model and conditional matrix, theoretical constructs

emerge that are woven inductively and deductively into theory.

Comparisons, potential propositions, and hypotheses are systematically

checked and rechecked through the processes of coding, writing memoranda

(memos), re-examination of the data, and obtaining new data with which to

verify or refute hunches. Decisions about further data needs and approaches

are made as the theory evolves. As coding, validation, continued data

collection, and on-going analysis proceed, categories become confirmed and

relationships between concepts and categories appear evident. In this case,

this furnished a conceptually dense theory explicating how families manage

the chronicity of their children's condition in their daily lives.

The transcript of each recorded visit was examined and corrected from

the tape when it was returned on diskette by the transcriptionist. Notes and

memos were kept at this reading. Then the transcribed verbatim portion or

field note was hand coded on hard copy according to the level of analysis:

open, axial, or selective. Memos were written on the computer and as

handwritten notes simultaneously with the coding onto the transcript. Later,

both memos and handwritten notes were used to write the analyses of the

following two chapters. My techniques of analysis continue to evolve with

experience.
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Procedures

Although many are evident in the foregoing, a summary of major

procedures is presented here. Data collection for this phase of the continuing

research was limited to 11 months in order to complete the dissertation by a

specific deadline. Ethics approvals were sought and received from the

University of California, San Francisco Committee on Human Research and

the University of British Columbia Behavioural Sciences Screening

Committee for Research and Other Studies Involving Human Subjects (see

Appendix E, pp. 288-289). The small sampling frame of families suitable for

the study was generated over several months through advertising and word

of-mouth mention as outlined above. Families who telephoned me

indicating their interest were given additional information and then were

sent a letter explaining the study (see Appendix F, pp. 290-291). The letter

indicated that I would telephone them back in approximately one week's

time to see if they wished to participate. At re-call, if all family members were

in verbal agreement to participate, then the family was added to the sampling

frame and either a mutually acceptable appointment was set up or an

approximate time for a later re-call was indicated so they could be called when

there was space in the data collection schedule. This worked well for some

families who could plan to join the research in consideration of their busier

or more "laid-back" periods, such as Christmastime and summer holidays.

At the beginning of the first meeting, the study was explained, the

protection of human rights outlined, and an opportunity provided to ask

questions and request more information pertinent to the study. Once the

consent/assent form was signed (Appendix B, pp. 283-284), an informal

interview was begun. This process of information giving and getting and

having the consent/assent signed was fluid, dynamic and spontaneous. In
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fact, with the demands and activities of children ever-present, no "interview"

was ever really needed. Consistent with the naturalistic, triangulated design,

a subsequent place and format of data collection was planned at the end of the

first and each subsequent session.

As indicated, the place, time, participating family members, and data

collection method of each subsequent meeting depended on the evolving

theory as well as information and judgements made between the family and

me, pertinent to family activities and a myriad of related factors. This
** =

matching of the form and timing of the data collection is also characteristic of * --
* ~ *

grounded theory; it ensures credible data relevant to the phenomena and 4-
D

emerging hypotheses (Sandelowski, et al., 1989; Strauss & Corbin, 1990). Data -

collection with each family progressed until most conceptual categories for

this phase of the research were saturated. -
Although families were informed that they could access tape segments . 5

or transcriptions at any time, no family indicated interest in doing so, citing -

their busy-ness. An alternate strategy of a written family summary was
-

a

devised and when I requested, they took and read these, providing verbal º
feedback that was factored into further analysis. This was one way that `-

emerging themes could be validated at the same time as providing a co

researcher role for the family (Stevens, 1989).

Characteristics of "Good Science"

Grounded theory, like all scientific endeavor, must stand up to the

criteria of "good science" which are, according to Corbin and Strauss (1990),

Gortner and Schultz (1988), and Strauss and Corbin (1990): significance,

theory-observation compatibility, generalizability, reproducability, precision,

rigor, and verification. Corbin and Strauss (1990) warn that these terms must

be thoughtfully considered in order to guard against their positivistic
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overtones. Sandelowski (1986) and Guba and Lincoln (1981 & 1982) address

the issues of what among the quantitative methods would be called reliability

and validity by terming them: data credibility, auditability, and confirmability.

In this project, these were enhanced by several procedures.

Corbin and Strauss (1990) point out that in order to be credible and

confirmable, the written grounded theory should help the reader assess the

research process. They provide seven criteria, five of which have been met by

information provided in this or the following chapters. In this chapter, the

sampling has been explained and the settings and incidents outlined (more of

this appears with the findings). In the presentation of findings, the core

category and major categories are developed, and the basis of the theoretical

sampling is evident. In the interests of brevity and perhaps due to the

continuing nature of the generation of the mid-range family theory, only two

criteria (related to clarifying hypotheses) may not be as clear to the reader as

they could be.

In addition, Corbin and Strauss (1990) suggest seven criteria related to the

empirical grounding of the findings. As will be seen in the following two

chapters, all of these have been reasonably established: concepts are generated

and systematically related. Every effort was made to link the concepts

together, despite the complexity of family process data. Variation has been

provided through examples and excerpts from the actual data, "grounding"

the theory firmly. Conditions and consequences, through the development

of conceptual properties, are explained in the following chapters as well.

Family process (actions and interactions) has been taken into account; indeed,

it is central to all family functioning, so quite naturally came clear with the

study families during the analysis. Finally, the discovered theory is

significant, important to health professionals working with families whose
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children have long-term health problems; it has intuitive appeal for both

professionals and the families themselves, many of whom have talked with

me about the findings during the selective coding phase.

Through these methods, two of Guba and Lincoln's (1982) and

Sandelowski's (1986) three major "criteria of rigor" have been addressed. The

third, auditability, is provided for by a systematic accounting method devised

for this report and outlined on page 107. By recording where the data links

can be found in my transcripts and field notes, other theorists may confirm,

validate, or refute the conceptualizations outlined in the following pages.

Through these methods, the discovered theory may be scrutinized and I think

found credible, applicable to peoples' lives (fittingness), auditable, and

confirmable (Sandelowski, 1986).

This research has resulted in credible, informative insight into daily

family life when a child has a long-term health problem, with some slant

toward family health care issues. It documents family system variables that

are most closely associated with children's chronic conditions, specific

strategies used by families to manage the effects of the child's condition, and

has identified the major actional and interactional processes families use to

deal day-by-day with a child with a chronic condition. The next two chapters

present the findings: first the "big picture", the conceptual map of the

discovered theory at the family unit level, then an exploration of selected

significant sub-themes pertinent to members' contributions to family

functioning under the condition of pediatric chronicity.
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CHAPTER 5

Working Things Out

This is a story of hard family work. Much less can be taken for granted

when there is a child with a chronic condition at home. Activities and

interactions of routine daily living take on more conscious meaning and
definitely require more physical and mental energy than the families in this

study think typical family life does. This chapter will present the conceptual

overview of "working things out" within the family, the sense of continually

having "wheels in motion", like the interlocking gears of a clock. If one cog

develops a burr, the whole mechanism is affected, albeit in some parts more

directly and more quickly than others.

Although the families' characteristics have been presented in the last

chapter in a general way, the discussion here will begin with an introduction

to the five families selected as "primary informants" for the theory developed

during this research and presented in this and the following chapter. These

portraits provide some context for the major concepts related to families'

"working things out" and should provide the reader with enough familiarity

with selected families' situations to facilitate understanding of theoretical

components without repetitive or unwieldy background detail. Examples

from the data from the remaining five families will be introduced from time

to time, especially when the depth and variability in the data require

illustration. It must be remembered that since families are always developing

and changing, these summaries artificially "stop the motion"; the still picture

fails to fully capture the fluid, dynamic and multi-dimensional nature of

family life.

After these, the umbrella concept of "working things out" will be

described using quotations and observations from the data, followed in turn
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by exploration of the major analytic categories directly related to the processes

families use to work out the logistics of everyday life. The two chapters

directly reporting the theory discovered during this study can necessarily

present only selected, significant ideas about these families' efforts to deal

with the chronicity in their midst; further contributing concepts will be

explored through continued study, planned to build on and verify the

findings presented in this dissertation.

Pseudonyms have been used exclusively in this work in order to provide

families' present and future privacy and confidentiality. Although Wax

(1977) noted that participants occasionally like to receive personal credit for

the contribution they have made to research, and express comfort in having

their real names appear in reports, all parents in this study deferred to my

suggestion that pseudonyms be used in consideration of possible future,

unanticipated sequelae to having themselves and their children named.

Five Family Portraits

First some general comments. These families were deeply committed to

the research. They gave hours of their time, allowing their family life to be

observed, probed, and recorded. Most of the adults came to see themselves as

co-researchers in the process of mapping out family life so that others might

benefit, either directly or indirectly. Almost entirely, they let me initiate calls

and contacts, waiting for data to be typed and analyzed. They were always

cordial, patient with my presence, probes, questions, and comments, and

facilitative of my accessing good examples of their families' lives. In fact, in

the true spirit of doing grounded theory, members of all ages actively

participated by suggesting appropriate activities to theoretically sample. At

the same time, parents in particular monitored what was going on within the

family, and I could sense (through verbal or nonverbal cues) when a
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suggested observation period was not convenient to one or more members. I

am absolutely confident that the openness and naturalness of these families

has gleaned a credible, accurate account of family life when a child has a long

term health problem.

A note about verb tenses: Throughout the discussion of findings in this

report, the present tense is used to record events or actions that are on-going,

and to describe family processes of a continuing nature. The past tense is used

to describe events that took place and finished in the past, either observed or

recorded during the course of the research, or recounted to me during data

collection. As will become evident in the following pages, this is an

important distinction since the "discovered" theory describes on-going,

continuous processes operating in families, validated by parental affirmations

concerning the conceptualizations, and under continued study as the current

project moves into a longitudinal investigation phase. The use of the present

tense emphasizes the processual nature of family life when a child has a

chronic condition.

The Roberts. A family of four, Sally and Hugh have Aarin who turned

five during the study, and Katie, two-and-a-half. Aarin has a mild form of

spastic diplegia cerebral palsy (CP), and had just started kindergarten in the

September that they entered the study. Only a few months before, the parents

had purchased a house in a suburban "village"40 kilometers from

Vancouver, moving out of the city. (Vancouver is the location of the only

tertiary level pediatric facility in the 365,900 square mile, geographically

diverse province). This was a carefully considered move, taking into account

the flatness of the terrain for Aarin's future mobility with her walker and/or

wheelchair; the social, architectural, and geographic makeup of the

community; the known potential of schools; and the characteristics of the
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house itself, which must provide easy movement throughout for Aarin.

During the study, these talented parents worked away at the house, decorating

and improving, mostly with their children in mind.

Both have somewhat flexible paid-work hours, with Sally working part

time relief nursing at a Vancouver hospital, and Hugh as a realtor who

specializes in large properties. This is a family where children, laughter

(humor), privacy, and caring for each other are valued. It is family where

mutual trust and respect is evident among the members in all possible

directions. This is also a family with means and resources; there are two cars,

money for holidays and babysitting, education, friends and extended family,

and Sally's knowledge of health concerns and how to use the health care

system. The Roberts' family unit experienced considerable demands during

the study period, however. In five years, the parents had never really slept

adequately due to their daughters' night-time sleep disturbances; Aarin has

trouble settling and wakes at night and Katie wakes early. Also during the

time they were in the study, Hugh and Sally heard about an unorthodox (by

current Canadian medical standards) clinic in an eastern province where a

promising new electro-sensory stimulation treatment is being successfully

tried with children with CP, and they went through the considerable effort

and strain of having Aarin referred, arranging travel and accommodation

logistics, and enduring temporary separation, all the while they had a long

term house guest, Hugh's brother. Simultaneously, there was a death in their

friendship circle. Although generally positive throughout, the parents

admitted it was a stressful, demanding period. The parents described it,

however, as the sort of life events they were accustomed to.

The Ralstons are also a family of four, with a boy and a girl. David

turned four during the study and his sister Annie, who has coarctation of the
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aorta, had just had her first birthday as they entered the study. Mother

Barbara works at home and father Brian is a claims adjudicator for a large

provincial agency, a high-stress position where his good "people skills" are

tested daily. This is also a family with means: two cars and a modest two

storey house, for example. Because they thought it was the best choice for

their beginning family, Barbara and Brian moved to a rural-suburban

community when their firstborn was only about a year old. The community

offers them the economy, community spirit, reputation of good schools, and

the quiet "small town" feel that is an ideal environment in which to bring up

their family. Many of their neighbors are friends and they have good friends

who live fairly nearby.

The decision for Barbara to be at home with the children was not taken

lightly. She returned to work after her maternity leave with David to a part

time nursing position she "made for herself" at a Vancouver hospital and

just loved. Annie's diagnosis shortly after birth, the uncertainty about heart

surgery that has hung over their heads since her early infancy, along with

David's simultaneously becoming upset and acting-out, convinced Barbara

(for in the end, they both agreed it would be her decision) that she would

work at home for a while. She considers this very much her "job"; she

developed a "conceptual framework" for it so it would have meaning and

value to them all.
-

Annie was walking well at a year, a small but active, healthy toddler

despite bouts of condition-related constipation that occasionally render her a

little listless or irritable. She has still not had surgery, which may now be put

off till just before school age, since she has been doing especially well since

being taken off her digitalis and diuretic just as the family entered the study.

David remains a handful: active, boisterous, and sometimes demanding. He
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is cautious of strangers but also likes to show off and be noticed. All the

grandparents see the Ralstons frequently: Brian's parents are divorced and

live locally; Barbara's visit regularly from another western province. Barbara

and Brian are currently trying to resolve some difference related to religious

beliefs, since Judaism and Christianity are parts of the extended family roots,

though neither parent is actively practising,

The Kalouseks. Virginia and Robert have one son, James, who turned

six during the period they have been in the study, and has diabetes. Jimmy

finished kindergarten half days and has now begun full school days in grade

one. His diabetes is well managed by intelligent, well-informed parents and

his own remarkable self-discipline. Virginia is a home-based accountant and

Rob is a researcher and administrator at a local university. To accommodate a

more relaxed life-style and child rearing, the couple agreed that Virginia

would curtail her paid work, and she estimates that she does about 15-20

hours a week, flexed around Jimmy's needs for supervision and care. Despite

this, the family annual income is over $100,000. They have a modest but

valuable home in a desirable neighborhood near the university, well located

for both parents' paid employment so that minimal time is spent in

commuting. Close to schools and playmates for Jimmy, this established

community reflects their cultural values, and is closer to the tertiary referral

pediatric hospital than where they lived before, should Jimmy ever develop a

problem.

A family who started child-rearing a little later in life after their

"workaholic period", these parents manage their dual careers through flexible

job hours and both doing some work at home. They have some day-time

help with child care from a third year baccalaureate nursing student who

herself has diabetes. Otherwise, they are self-contained; the nuclear family "is
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everything to us", since Rob has almost no living extended family and

Virginia's are geographically distant. Managing Jimmy's diabetes is a major

force in the daily life of this family; fortunately, both parents have a flair for

the structure and organization required.

The Ibbetsons have two girls, Michelle, six years and Tabatha, age four.

Michelle was born with a myelomeningocele, so that she has nerve damage

that affects bowel and bladder function and mobility, but she walks well with

braces and light-weight crutches. When the family entered the study, she was
*

in her last months of kindergarten in the regular school system after two
*-

years in a special pre-school program. Since this preschool program takes

"typical" children also, her sister now goes there three days a week, giving her

parents, Laura and Harald, a little more time to concentrate on their business,

a Danish bakery that has been sold by father to son. Laura worked at home

full-time during the study period, although she had been full-time at the

bakery until a few weeks before. In addition, both parents are involved in

two franchised part-time endeavors that sell children's merchandise through
parties in peoples' homes. The Ibbetsons live in a large, modern house in the

now very suburban community near the bakery. This is a child-centered

family: they have two cats, a small dog, two aquaria of fish, a rabbit, and toys

everywhere. Large, close-by extended families furnish frequent contact with

Jewish and Danish grandparents, aunts, uncles, and cousins.

The Normans. Linda Norman is a single parent with a six-year-old son,

Jeremy, who has anaphylacticallergy and asthma. This family was qualified

to enter the study since a second adult lives with them, Linda's mother,

Elaine, who is a widow. Despite Jeremy's being somewhat allergic to her, they

also have a cat, Minnie, an outdoor pet who lives under the house. There

have been many close calls with Jerry; he has had five or six cardiac arrests,
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and at the time they entered the study, his asthma was not in control. Visits

to the doctor or hospital are sometimes as frequent as twice a week, although

for the period they were in the study, things were "quite good". Eating is a big

focus in this family: Linda and her mother are both overweight, Elaine is a

new diabetic, and Jerry has numerous food allergies.

This family is proud of their Swedish background and customs, and they

are a regular part of daily life, as is the church. Linda has a liberal arts

university degree and is a registered nurse, a diploma she took when her

initial preparation did not offer her satisfying work. Now she works part

time relief at a Vancouver hospital and lives with her family in a "bedroom

community" approximately a 30 minutes drive from her job. It would be

better to live closer to the Children's Hospital for Jeremy, but it is too

expensive to live "in town". It is hard for this family to make financial ends

meet on Linda's partial salary and some social assistance. Elaine is very hard

of hearing and elderly, but contributes by caring for Jerry in the mornings

when his mother is at work; otherwise, he has subsidized after-school

daycare. Linda feels fortunate to have the health care background she needs

to fight and advocate for Jeremy in the health care system. Despite the two

adult make-up of the family, one feels this is a Linda-centered family, and

that she feels a lot of pain that is held in check to facilitate day-to-day life, just

getting by, just working things out. This family withdrew from the study just

prior to the third visit because Linda thought the "interviews" would open

things best left alone for the time being. It was left with her that she could

initiate re-entry at any time, but she did not. However, she indicated real

interest in reading the study's results, and after she had done so, offered

extensive comment on the telephone.
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These five families were the first entered in the study and have therefore

continued the longest. Not only have four of them provided proportionately

more of the data, but their observations and interviews served as the basis of

the preliminary open coding and the refinements of selective coding. The

remaining five families were more deliberately sampled; discriminate and

variational sampling principles were applied to verify the storyline and

relationships between categories (Strauss & Corbin, 1990, p. 176). For example,

the remaining five families are different in several respects: the parents are

comparatively less "professional" and have less financial means; the

children's health problems are all different and include a family dealing with

uncomplicated asthma, the most common pediatric chronic condition; the

affected children are generally older; one family is quite large; one family

lives in a small town (i.e., not an urban community); one is Indo-Canadian;

one is initiating legal proceedings related to the child's trauma-caused

condition; and none have parents who are health professionals. The variety

of family composition, living conditions, lifestyle, and so on, coupled with

the wide variety of family incidents selected for observation and interview,

present a broad range of situations and conditions in which the theoretical

concepts could be compared, clarified, and verified.

The notion of families' work, of "working things out", and the

constructs that support it will be explained primarily using material from the

five families named and described. However, data from the unintroduced

families elucidate and clarify concepts as well. Data from these latter families,

when used in the passages that follow, are presented in more interpretive

detail. The reader is referred to the summary of family characteristics in the

previous chapter (p. 82) and Appendix G, Summary of Family Composition

Using Pseudonyms, p. 292.
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Throughout the two chapters of research findings, the following

conventions are used when referring to quotations of family members:

M=mother; F=father; G=grandmother; CC=child with the health problem; C

or C1 is the well sibling, or the eldest well sibling, and the other siblings are

signified C2, C3, and so on, going down in age; R=researcher. Quotations are

referred to by transcription number: First, I have assigned each family name a

code number from 01 to 10. Then each transcribed verbatim transcript and

field note is referred in the text by the visit number, then the page number,

and finally the line number on which the quotation or incident begins. For

example, 06/3/14/32 refers to the sixth family's third visit, page 14, beginning

on line 32. This would facilitate an independent analyst checking the

conceptual path through a distinguishable "paper trail" (Sandelowski's [1986]

notion of auditability) and would allow for an alternative method of

denoting reproducibility, as outlined by Strauss and Corbin (1990, p. 251).

Context of Pediatric Chronicity: Being a Family

The families' experience with the chronic condition is located within

overall family life. For example, David's behavior was demanding more

energy expenditure for the Ralstons than any other single demand during the

period they participated in the research. At the same time, concern for

Annie's health and especially the threat of future surgery is always "on the

back burner", always present in their lives. To some extent the parents have a

plan to help manage what David seems to be going through; Barbara's

working at home is part of that and so is the David-Dad time on Saturday

mornings that encompasses a peer play session. David is in preschool five

afternoons a week as well. The parents share the housework and parenting to

some extent (although Barbara does more because "it's my job"). Annie's

heart condition is simply part of this composite picture. Life has its rhythm
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and routine, but there is an ever-present "rider clause" that if a caution about

Annie's health arises, family activities and interactions are modified.

Therefore, if Annie has a bout with constipation, becoming lethargic and

irritable, this event serves as a small burr in the smooth functioning of the

family. Barbara's "radar", which is always operational, becomes more

intense, David acts up, and the parents are required to intensify their patience

and control with him as well as accommodate their worry and increased

monitoring of his sister's behavior and symptoms.

In systems language, these processes are described as feedback loops

(Broderick & Smith, 1979), and this case illustrates their complexity. There

are, in fact, several different loops all operating simultaneously in this

relatively simple example. There are single actors and there are dyad actors.

Loops even affect other loops; David's bombarding his Dad for something else

to do impinges on Barbara trying to remain patient and perceptive to Annie's

behavior and symptoms. Something has to be worked out in order to

dampen the effects across the various feedback loops and throughout the

family.

Essentially, the basic constitution and processes of family life for those in

this study is no different than for other Canadian families of the same

developmental stage. The interviews were full of examples of nurturing,

loving, trusting, respecting, and caring between members and parents'

socialization of children (Farmer, 1979; Hess & Handel, 1959; LaRossa &

LaRossa, 1981). Closeness and affection were demonstrable by eye contact and

touching of each other during observation periods, hugs, kisses, and

expressions of endearment; and the use of nick-names and diminutives for

each other, such as 'Sweetheart', 'Squirt', 'Pumpkin', or "Bry". Parents

disciplined and taught their children; children played, grew, and developed,

)
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tested and amused their parents and each other; families socialized with

friends, neighbors and relatives. They shopped, ate, worked at household

chores and at vocations or occupations. I also observed and was told about

differences of opinions or arguments among members, adult-adult, adult

child, and child-child. These were families like "typical" families, doing the

things families do, of structure and function like most families the world

OVer.

But they are also different. By happenstance, their lives were altered by

the presence of a health problem with long-term significance in one of the

children. Hugh Roberts expressed this most eloquently: "The worst thing that

has ever happened to me in my life is what is happening to our daughter.

And so, um, you know, it's the hardest thing too" (01/10/76/34). He added

(about the outcomes of a new treatment they were just beginning), "If it

doesn't happen, or if it doesn't work, um, well, we're still going to have to

carry on" (01/10/76/45). This means they have to accept the situation, do

their best as a family, cope whether they choose to or not. And this takes

energy, as his wife had said at an earlier visit: "We couldn't go out ...

[evenings] and have any kind of family life.... I really think, you know, the

families that we have seen with special needs kids-- For one thing, having a

handicapped child seems to either make or break your family" (01/2/38/20).

This is not to say that at one moment, a definitive diagnosis changes

family life. In fact, it often takes months or even years before medical

personnel give a problem or a set of problems a label and a management plan.

Often, parents suspect or know that something is amiss well in advance of

obtaining an "official" diagnosis. The Roberts' experiences with obtaining

Aarin's cerebral palsy (CP) diagnosis is one example; every doctor who saw

her for the first 18 months of her life dismissed parental concerns with the
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reassurance that she was "just a premmie" [premature infant]; that her

development would "catch up". Families' experience obtaining an asthma

diagnosis is frequently similar. On the other hand, the Kalouseks had a

diabetes diagnosis within hours—too fast for them to adapt to; it was

frightening (04/1/9/15). It was a sudden demand for the Ibbetsons as well,

since Michelle's defect was apparent on ultrasound one day and she was

delivered by caesarian section the next.

Having a chronic condition is a family affair; the whole Ibbetson family

goes to the clinic, all the Roberts go for horseback riding exercise, and all the

Kalousek and Norman members are affected by dietary restrictions. All

family members either visit the "patient" during a hospitalization to offer

comfort and minimize stress or trauma (04/21/6/-), or are affected by not

being able to visit, such as David not seeing much of his mother and father

during his sister's diagnosis with a congenital heart condition (02/1/16/30).

Parents in this study identified emotional outcomes as the most difficult:

"The emotional aspect of it is very, you know-- You can't expect a hospital to

do that, I mean, there's only so much you can expect" (04/1/11/45). Note that

this father does not complete his sentence where his feelings are difficult to

express. He assumes understanding; everyone, he implies, knows how hard

this is emotionally, and no-one can really help families with that, including

hospital-based health professionals who are supposed to be able to. The

Ralstons, who on the one hand report their family life relatively unaffected

by Annie's heart condition in terms of daily activities, find the emotional

aspects their main concern: F: "I wouldn't say it has any impact on the way we

do anything." M: "Other than the way we feel, maybe"(02/3/51/25).

Not only are all family members affected by the chronicity, but all

members affect its presence as well. The relationship between the chronic

****====
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condition and its management and family life is reciprocal (Campbell, 1986).

The data of this research are replete with examples of parents affecting the

health condition, doing physiotherapy, giving insulin, and so on. But what

about the children and intra-family processes? Children themselves, both

those with the condition and well siblings, also influence the condition.

Personality characteristics such as outgoingness or shyness, aggressivity or

passiveness, were seen to affect the condition. For example, five year old

Jimmy Kalousek is cooperative and self-disciplined about eating within his

assigned caloric requirements, and firm about not wanting his insulin

injections in his arm: M: "He doesn't like it; he won't let us do it" and F: "He

doesn't like it there" (04/1/21/19). Boisterous, two-and-a-half year old Katie

Roberts knows she can take advantage of her sister's decreased stability to win

tussles, thereby affronting Aarin's determination and independence because

the competition makes her try harder. Some children initiate their own

interactions with others (such as health care workers), some wait for others to

take the initiative. Therefore, some children are the recipients of more

positive interactions with (especially) adults in the environment

(01/4/16/27); this in turn contributes to their receiving more stimulation and

positively-oriented decisions about their care or assistance.

Family processes also influence outcomes for the condition. Families

with more financial, social, or educational means can initiate condition

related actions more easily and are responded to more positively. Families

that make decisions more easily, more quickly, or without apparent distress

and can mobilize more quickly receive more "strokes" from care providers as

well, perhaps because they take less of others' efforts and time. It is

advantageous, for example, when a parent is a health professional; such

parents understand the "lingo" when their children are at doctors' visits,

s
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shortening the time needed for explanations. Afterwards, they may have to

interpret things for their non-health professional spouses and children, but

the family's overall reception is more positive, shorter, and more can be done

in an interaction with a physician if one has the language to begin with.

Directly and indirectly, this may affect the management of a child's condition.

For example, Barbara's succinct summary of her daughter's current health

status (using appropriate medical terminology) contributed to the specialist's

decision to try Annie off her diuretic.

Being a family with a chronically ill child is based in "typical" family life. º

The condition "fell into" these families when they were in their early

developmental stages: childbearing families and families with school-aged

children (Mattessich & Hill, 1987). The chronicity necessitates more of some

things that families usually do (such as physical care for the children) and

forces the shouldering of some adaptations that most families never have to

make (such as the care of special equipment and travel to special schools or

treatment centers). For whole families and for their individual members,

this means assuming extra work. The families in this study, all of whom had

children with mild or moderately demanding pediatric conditions to contend

with, were in a constant state of working things out: balancing, adapting,

changing, having their collective patience tried, and their energy reserves

depleted. The chronic condition touched all of their lives all of every day.

Working Things Out

The name that best captured the nature of daily life with a child's long

term health problem came from an "in vivo code" (Strauss & Corbin, 1990,

p. 69) from Linda Norman explaining why, despite allergies and against

specific medical advice, their family had decided to have a cat. Feeling that

the advantages outweighed the disadvantages, she said:
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We're well aware of what we're doing but we have to work it
out as a family—we have to have faith that it will work out.
(03/2/10/20)

In addition, in response to a nurse clinician's positive feedback, one

father said, "That is really good to hear; we're working on this thing

every day" (04/2/23/01).

Working things out is continuous in families (see Figure 4). It is

Figure 4 -

ºParadigm Diagram: Working Things Out

synonymous with family life in general; it is what families with chronically

ill children do. Collective and individual effort is directed to working things

out; little time is expended in leisure; even time that might better be spent

resting goes toward making family affairs run. Family life for those in the
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study is more complex and has more (unpaid) work because of the presence of

the children's health conditions. One mother's mother had once visited

from out-of-town. Experiencing her daughter's family life from the "inside"

for the first time since the "official" diagnosis, she was reported to have

remarked on how very hard the couple work. To apply this notion in

another way, consider the paid employment of the parents in this sample:

every one of the study families had been required to adjust some aspect of

paid employment. None of the 10 families had two fully employed parents;

all the mothers worked part-time or no had paid employment. Most couples

used "flexible hours" arrangements in their paid work in order to manage

family demands, which were partly the demands of the chronic condition,

and partly the demands of family life with young children in general, and the

interaction of the two together.

The concept of "working it out" does not imply either homeostasis or

dynamism. It is not desirable or undesirable. It is value free—free of the

sense of moving ahead, progressing, getting behind, or other relative terms.

It is families simply putting their collective feet one in front of the other,

plodding along in order to deal with the logistics of every-day life. It just is.

Families simply have to work things out, moment by moment, day by day,

year by year.

Families do work hard when they have a chronically ill member

(Baldwin & Glendinning, 1983; Corbin & Strauss, 1988; Glendinning, 1983;

Voysey, 1975). Modifications are qualitative as well as quantitative, and the

results have developmental implications. For parents this is like a "third

shift" added onto the paid and unpaid work of life (a concept adapted from

Hochschild [1989]). And child members are not exempt. Ill and well children

add chronicity work onto the "work" of childhood, to their personal growth

*-*

*** - -

* -º-,
*-

.



115

and development. The meaning of the extra work (or any work for that

matter) is of course interpreted differently by each actor (Burr et al., 1979), and

certainly young children are not aware in the same way as adult members.

But as Sally Roberts remarked, Aarin is her handicap; she is herself and the

walker. Family members' work is described the next chapter.

The nature of the phenomenal workload of the families will be explored

throughout the remainder of this chapter. Five descriptive action/interaction

processes have been discovered in the data: balancing, managing, adapting,

tolerating, and maintaining the family image. Although individual

members have activities, roles and techniques related to these, the data

support the notion that these are family processes associated with having to

deal with a child's chronic condition day by day. A picture of daily family life

with pediatric chronicity was discovered through detailed examination of

these categories of data (or concepts) and the propositions that link them

together. This is a complex, multidimensional picture. Unfortunately, the

written word has the effect of artificially flattening and simplifying that

picture; the reader should bear in mind that the processes and interactions of

family life are actually more complex than can be explained here.

Working it out means the unusual becomes usual. For example, taking

Annie off her medications after using them successfully for a year is

something the Ralston family simply took in stride. Other examples are the

Roberts parents' mobilization of all the necessary logistical details to have

Aarin referred to the eastern Canadian clinic and their bureaucratic hassles to

acquire a special tricycle for her; dealing with such things is usual in this

family. There is always one new therapist to orient to physiotherapy or

another school policy that requires challenge. Rob Kalousek captured the idea

in saying that it was "so easy to get worn down by events" (04/2/35/525).

*
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There is continuous change in these families. Just when a routine seems

to be established, insulin or other medications are changed, a new nutritionist

starts, there is a change in school routine, or the illness trajectory

unexpectedly alters (Corbin & Strauss, 1988). Children's development

frequently introduces change; a child's new accomplishment precipitates

family-wide adjustments, such as installing a gate at the top of stairs that

more safety-aware members subsequently have to open and close after them

or climb over. Families have to be prepared for change at all times, prepared

for wheelchair inaccessibility, asthmatic attack, possible diabetic reaction,

change in holiday plans.

Everywhere there are extra demands: children that must be helped or

lifted to do things long after developmentally typical children would be doing

them themselves; equipment to move and maintain; treatments to add into

an already full work (or play) day; shopping at special stores or for special

items; or the invention of special equipment or techniques. This is the

tangible, obvious, physical family work. Other work is emotionally or

psychologically demanding. Examples are worrying about the ill child or the

effects of the condition on self or others (some authors have suggested that

well siblings worry in ways similar to their parents [Lobato et al., 1988]),

planning and strategizing family events (a trip to the beach means something

quite different if you have to plan for walker accessibility), or weighing out

decisions/judgements, such as about whether to modify diet or insulin to

accommodate a child's unusually active afternoon.

There is both a constant awareness and a taken-for-grantedness about

working things out. For the Kalousek family, for example, weighing food

portions is rote; all three of them do it all the time quite routinely, but are

simultaneously aware of why they must do this and that they must not "slack
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off". Members' monitoring strategies (to be discussed in the next chapter)

serve to illustrate this characteristic of working things out: parents and

children become immediately aware of the wheezing or chest tightness of

asthma that may require an inhalation treatment, or the the fatigue and

shortness of breath of the Sandher's 3 year old who has a complex congenital

heart condition. Parents in particular are constantly aware when and what to

monitor, yet this barely reaches conscious level; it is simply a taken-for

granted aspect of 24-hour responsibility. This is almost like radar, constantly

but automatically scanning.

Working things out has elements of the uncertain and yet of needing to

have an ever-ready stance. The Neares are all fully aware of Michael's

generally deteriorating vision (he has Juvenile Rheumatoid Arthritis [JRA]),

but there are periods of exponential deterioration, followed quickly by

discomfort and resulting in a need for medical intervention (microsurgery);

the family lives with this daily: Will school or parents' work plans be altered

this week? Will Christmas dinner proceed as planned? Will this be a week

when there will be a four hour trip to the city? All study families live with

uncertainties like these, yet they have to be ready to respond at all times. All

family members are affected, since brother Matthew's after-school care must

be quickly changed if his mother goes to the city and his father is at work.

This family with modest means are required to run two cars because of their

need to be always ready. The data from this project are replete with examples

of living with uncertainty and its associated strategy of needing to be

potentially ready for change and action at all times.

Families have a battery of behaviors that have worked in the past and

may be called upon again to help solve any issue that is forthcoming, but

there is always the knowledge that something could come up for which there
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is no previous experience, nothing in the repertoire to fall back on to help

deal with what is at hand. This is termed a lack of requisite variety in FST

parlance (Broderick & Smith, 1979). Such situations call for strategies to

facilitate new ways of working things out, besides dealing with things on the

basis of ways similar issues have been dealt with in the past. Between these

two poles may be family "working-things-out" behaviors that partially fit a

new situation, but which require modification in order to assist the

adaptation to a unique requirement. The new and partial adjustments are

examples of the constant, though admittedly often minor, adaptations

demanded of families who have a chronically ill member. The constancy,

ever-readiness, and uncertainty are wearing.

Families' working things out in the presence of a child's chronic

condition occurs in the total context of family life for them. For the study

families, their structures, processes, and functions compose one overall

picture for them, a way of life, a "lifestyle", of which pediatric chronicity is a

central, integral part. Although essentially like day-to-day life in other

Canadian families, these families accommodate themselves to more

demands; the repercussions of the condition affect all members and the

family as a whole. Working things out is continuous; it requires constant

physical and emotional work, primarily due to (in addition to any special

requirements specifically related to the condition's management) the

demands of constant adaptation to changing events and tolerating

uncertainty. Members are constantly aware of illness-related demands, yet

also take them for granted, and have to be prepared always for new ones.

As noted earlier, the behavioral processes that the families in this study

display in working things out in day-to-day life have been narrowed to five

actional or interactional terms, named as participles to underscore their
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continuous, processual, active nature. They are (ordered only to facilitate

their written presentation in this report): balancing, managing. adapting,

tolerating, and maintaining family image. These are developed in the

following pages through discussion of their properties, dimensions,

conditions and consequences. They are highly interrelated, as evidenced by

the examples and quotations which often serve to illustrate two or more of

the sub-categories. As well as these, several concepts arose from the data that

relate to family work, but which pertain more to the responses and

responsibilities of individual family members. These are discussed in the --
next chapter, Keeping Perspective: Making Life Livable. s
Balancing

* *
..)

Balancing is a significant mechanism of families' working things out. It •

is the intra-familial weighing out of input such as information, situational ** ==

factors, individuals' needs, the family's needs, and resources in order to attain º º:

the greatest benefit for the family as a whole (see Appendix H, pp. 293-294 for

a coded data sample). An example is the Roberts' learning of the
-

"revolutionary" treatment approach being offered hundreds of miles away.

The family financial resources, the possible threat to local health º
professionals, the time and effort required to access this clinic, and the

potential benefit for Aarin had to carefully weighed before the parents decided

Sally and the children should go. Interestingly, the final balance for a

different "revolutionary" treatment in Hungary had swung in the opposite

direction earlier in the year:

M: "We can make enough decisions rationally. I mean, we did
decide not to go to Hungary; I mean, it would've cost the family
too much. I mean, we just have to look at the whole family."

F: It's not a practical thing for our girl anyway."
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M. She's part of the family, Hugh; it would've cost her too much
too" (01/10/86/14).

Family balancing became clear in the data once I recognized that family

events may be loosely differentiated into those that occur by happenstance as

opposed to those that occur by design, or are planned or expected. An

example of the former is the problem experienced by the Ralstons about

Brian's parents' excessively generous gift-giving to the children, especially

David. They are "just deluged with gifts, just deluged". Barbara described the

phenomenon as "unbelievable", "shocking", "mind boggling", and

"embarrassing sometimes".

But you know, you can't really stop them, we have been trying to
direct them, ... [to] minimize it a bit and make sure it's
appropriate and sort of collaborate so that we know. But it will all
work out. Some of the things we've received in the past have
been not appropriate for development stage, to say the least"
(02/3/30/34).

Note how a balance must be struck between the children's' developmental

and safety needs and the grandparents' needs to give. The family "stimulus"

for the balancing in this case arises from the extended family, requiring a

response within the nuclear family; the children are indulged and the parents

uncomfortable on several counts. An interactive, internal, feedback loop is

established among members in order to buffer the effects of the extravagant

gift-giving (Broderick & Smith, 1979).

Another type of balancing is necessitated by circumstances that are

controlled, expected, or purposeful. For example, Linda Norman controls

some family events to accommodate Jeremy's potential allergic reactions;

since his eating is so restricted in some ways, she compensates or attempts to

even things out by being generous with candy snacks. They go out to

restaurants and fast-food outlets, but only when a menu is available so all the

ingredients can be screened. Another example is the Roberts' move to their
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new house last Spring. In addition to the community preferences the parents

had, the family needed a bungalow. They compromised on two large, flat

floors with easy access through doors and into the garage as ways to

accommodate Aarin's walker. Thus, the need for balancing in families is a

response to both predictable and unpredictable events, but whether related to

chance happenings or planned ones, risks and benefits of possible actions

constantly have to be balanced in order for life to be "livable".

The impetus for family balancing can be almost any input to the family

unit, either from inside or outside the family boundary. Indeed, balancing is

common to all families; in those coping with a chronic condition, however,

there is quantitatively and qualitatively more to consider. Because of the

greater degree of complexity of their lives (due to integrating all the extra

tasks and considerations related to caring for the chronically ill child) these

families juggle more things. There are more "balls in the air" at any given

time. So there are more variables to consider when balancing, and more

situations in which careful weighing out of alternatives is required. Control

of Jimmy Kalousek's diabetes is highly valued by his parents, but so is his

socialization and development. So when he is invited to a friend's for lunch,

the friend's parent must be quickly instructed on what he can eat for that

meal, knowing that an element of control is being sacrificed. Minnie the cat

is the result of the Normans' balancing out the benefits of having a pet

against the potential threat to Jeremy's health.

As with families whose young children are well, balancing strategies

may be triggered by events from minor to major, but in the study families,

triggering events were apt to be more serious, even life-threatening, such as

Jeremy's anaphylaxis and, especially when they were younger, the Lobban

twins' asthmatic attacks. It is the balancing related to the child's chronic

--

**- *E*-->
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condition that is so relentless for these families, beginning with demands at

breakfast (such as refusal to eat part of a diabetic breakfast before soccer camp)

and continuing through the day till bedtime and beyond.

There are many examples in my data of the form and conditions under

which families must balance things. For example, parents' needs, children's

needs, and family needs must be balanced or priorized at times. In physician

visits, the ill child's physical or medical needs take priority, but the parents'

needs for information may dominate the child's need for nurturance or

attention. For example, during the Kalousek's visit to diabetic out-patient

clinic, Jimmy was unintentionally ignored by his parents and staff and

became first bored then restless as they concentrated on the nuances of caloric

and insulin interpretations (04/2/17/725). Afterwards, however, he was

rewarded for good behavior and for having to go through the rather negative

experience by a trip to the toy store and an opportunity to pick out something

of his choice. That is, afterwards, the child's needs became a priority.

Another example of the balancing of children's versus parental needs is

illustrated by a research-process phenomenon I observed frequently. Parents

often made it clear at the beginning of the research that they did not wish to

discuss specific aspects of the chronic condition in front of the children;

indeed, they were often critical of health care professionals for doing this. Yet

in their eagerness to talk with me about chronicity issues, they frequently did
this themselves; parental needs at the time outweighed the acknowledged

value of protecting the children from certain information. Balancing, one

might conclude from this example, has another dimension; it may be

deliberate or conscious, or unintended and unconscious. As well, one might

say it ranges from overt (and acknowledged or recognized) within families to

covert (or not obvious or unrecognized).
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Also in the Kalousek family, there appears to be a balancing of expertise

(skill or resources) between the parents on specific aspects of knowledge and

management of Jimmy's diabetes; Rob's realm is the technical knowledge,

chemical reactions, and scientific, published material, and Virginia's is the

diet/food knowledge, practical applications, and the management of the

injections. In housework, it is the same in most families; Hugh Roberts sees

to the garbage, painting, and structural house work while Sally does meal

planning, cooking, and laundry. Life is full of such balancing.

Common sense suggests several other properties of this concept which

are validated in these data. Again, it is in degree that these descriptors are

more significant for families containing a child with a long-term health

problem. Balancing may be easy for families, or very demanding, along a

continuum. The Ibbetsons have little difficulty getting a sitter for their girls

since Michelle manages her handicap with a great deal of autonomy; sitters

for the Lobbans' twins with asthma and their sister is another matter,

however. This example serves to illustrate another dimension of this

category: expense. Sitters for the Ibbetsons are inexpensive adolescents; the

Lobbans must have a trained adult (much more expensive) with the boys at

all times. This may be expensive of time as well as money, for travel may be

involved to take the children further in order that they can be with a better

trained relative, friend, or semi-professional. In addition, when the children

were infants, this issue was laden with a high degree of emotionality, for the

parents got little sleep, and were weighed down with the demands of the

constant need to be vigilant about the asthma. Over the years, the intra

familial emotional load associated with worry over attacks and outcomes has

gradually abated. Emotionality associated with balancing ranges from very

low to very high.
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Clearly, the amount of work required for each balancing "act" similarly

ranges from very hard to easy. Getting the documents, referrals, and

arrangements together to travel to the east was an enormous amount of work

in a two-week period for the Roberts. Getting their house in order to facilitate

Aarin's handicap is also hard work—physically. Yet some things are easy for

families: primarily those things that become habitual (such as weighing

foods) and many of the things they share with families who have typical

children, such as the MacKenzies' decision about where to go for a Friday

night fast-food meal.

Acts of balancing occur at the family level, particularly at the couple dyad

level, and also at the individual level. They are processual and must be

discussed and sometimes negotiated between family members. They also

vary from concrete (like most of the examples cited so far) to abstract (e.g.,

values around religion or money). Balancing also goes on between family

processes traditionally considered to be of different orders of abstraction, such

as weighing an activity (concrete) against a value (abstract). For example,

highly valued ecological concerns are pitted against the convenience of

disposable diapers for the incontinent child with myelomeningocele at

school. Situations such as these force compromise, an uneasy but necessary

balance.

Sometimes the result of balancing is a sense of success and sometimes it

is failure or compromise (04/2/29/250). Not quite "getting it right" may feel

like unfinished business within some families (such as the Ralston parents'

ongoing discussion around the role religion should play in childrearing) and

compromise sometimes feels the same. When Virginia and Rob Kalousek

differ on an aspect of diabetic management through the week, they put the

discussion on hold until a Saturday morning conference between them, in

*-ºr--
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order to spare discussing testy items in front of their son. This is not a perfect

solution for either party, but it works as a compromise (04/2/29/245).

Balancing efforts may work for the family, but not for an individual, such as

Sally Roberts, whose paid work cannot be easily scheduled due to Hugh's

flexible job; consequently, she works less than she wants to (01/2/15/16). Yet

his availability to the family is a significant contribution to managing the

extra demands of Aarin's CP.

Because balancing is energy directed towards keeping family activities,

interactions, and processes "on an even keel", and as such is effort directed to

the best possible solution, not necessarily the best solution, failure of

balancing is uncommon, by definition. However, balancing efforts do fail;

near-panic can ensue in severe sleep deprivation, as effort after effort is

expended to rectify an unrectifiable situation, such as infants having large

muscle spasms or asthmatic attacks in the middle of the night. The result is

resignation, frustration, anger, depression, and sometimes a profound sense

of being out of control. Frequently friends, family, or professionals have

stepped in at these times to assist in attaining balance related to some issue.

Talking to church friends helps Linda Norman gain perspective sometimes,

and a sister helped the Lobbans get away for a first weekend in two and a half

years when the twins with asthma were preschoolers.

In summary, balancing is a big part of the work of families. It involves

all the members all the time and is a basic mechanism or a process by which

things are worked out, the logistics of daily life managed. It is essential for

some sense of order in families where sometimes the number and size of

things to be dealt with seem overwhelming at worst or at best render daily life

full, busy or hectic. It is provoked by expected or unexpected events, and may

be difficult or easy, complex or simple, condition related or not, and may
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result in success, compromise, or failure of balancing efforts. It is protective

of physical and emotional effort of family members, though it encompasses a

set of diverse behaviors and dynamic, intra-family patterns that help make

life livable in the presence of a pediatric chronic condition. It is at once a

prerequisite for family actions directed toward managing family affairs and an

ongoing part of management, the category explored in the following

paragraphs.
-

Managing

The study families illustrated management behaviors through a wide

variety of actions and interactions aimed to organize daily life, to give it order

and meaning for the members, and to avoid or overcome being

overwhelmed. Managing is an important process in families' working things

out around chronicity issues. It encompasses energy focused on the

administration of affairs, attaining and staying in control, and directing

family responses to stimuli or events. In a sense, managing behaviors are

sometimes the mechanisms of or responses to balancing, so balancing

processes may be pre-conditional to management processes. It can be seen

that managing and balancing are inextricably interrelated. In this study, the

major part of families' efforts to sustain themselves is expended in the

strategies of managing and balancing. In this analysis, this is a somewhat

different conceptualization than that of Corbin and Strauss (1988) and Knafl

and Deatrick (1990), who view family management style as an overarching

construct in their view of families and pediatric chronicity; here it is seen as

one of five equally important family processes.

Managing efforts are the ways in which family work is organized and

accomplished, the activities and processes by which things get worked out.

This sub-section develops the analysis related to how managing behaviors
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help make life livable and assist in controlling family work; those aspects of

managing that are specifically parent-related will be discussed in the next

chapter.

One important way to manage family work is to have a routine. Some

scheduling of family activities is necessary in order that everyone have a

sense of control, even in families where flexibility is an expressed value

(01/2/14/36). Although the observed amount of scheduling and the degree of

flexibility with the routine varied from family to family in this study, all of

them have routines naturally demarcated by day's beginning and day's end—

the parents' but more often the children's bed-times. Hygiene, eating, resting,

general housework or people-care, treatments and medications, work (school,

play-school, paid employment, parents' family chores) fit into a daily pattern

that meant that family members know when to expect what. Routines are

defined but usually flexible. There are expectations for even very young

children, such as picking up toys or washing hands before meals. As well,

children contribute to routines through their diurnal patterns, preferred play

and school activities, and care requirements including, of course, those

specifically related to the chronic condition. The study families' valuing of

routine compares favorably with Keltner's (1992) correlational findings

among 110 Head Start children and their mothers: higher levels of family

routines were found to be significantly related to child health status.

Special care for the child with the long-term condition is an integral part

of family routines, and is often a central organizing factor. An obvious

example is diabetic care, since food and insulin intake must be fairly well

regulated throughout the day. The Roberts, Ibbetsons, and MacKenzies need

to accommodate time and effort to the application of splints and dressing

(clothing), and these families and the Holbergs must accommodate active and
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passive exercise (family physiotherapy) time. Michael Neare's visual

handicap and special devices to help him read and write often require enough

extra time in school that he cannot finish work in class and he brings it home

to finish. The family routine is then adjusted around this, implicating,

among other things, the time he and his brother watch television. The

pediatric conditions encountered among the families in this study are

obviously less severe than some families cope with at home; the family

management of conditions that require complex or highly technical

interventions such as behavioral disturbances, intravenous or gastric feeding,

tracheostomy, or respirator care makes considerably more demands on family

routines.

As mentioned, management strategies and routines are generally

flexible. Unanticipated events are frequent when there are young children,

and are compounded if one of the children has a health condition. Being

flexible with the daily routine was as important as having a routine. Things

just would not work out if one remained rigid; members would get grumpy

and unhappy and processes break down. To illustrate this point, two couples

told of families they knew where one or more members insisted on too much

rigidity in the routine, to the detriment of the family as a whole and

individuals' needs. Virginia and Rob Kalousek attributed the general

unhappiness of one family they had met, and their diabetic child's

diminished self-confidence and autonomy, to the parents' inflexibility.

Among the study families, however, there was a range in flexibility: Due to

the demands of diabetes, the Kalouseks' day begins at a set time every day of

the week and events of the day proceed from morning blood testing, insulin

injection, and breakfast, through the various other meals, tests, and tasks of

the members. Likewise the Ralstons, for whom family routine was integral



129

to management of David's behavior throughout the day; it provided security

in knowing when his father was leaving for work, when play-school started

and ended, and what he did with his mother in the afternoons. Throughout

the days of the week, David was provided with special time and activities that

are aimed to help him feel valued and special but in control. Structure

helped to dampen and manage the effects of the baby's chronic condition on

her sibling. In these two families, flexibility entered as variation in activities

(in-door/out-door play, friends visiting), locations of outings, and so on. On

the other hand, the Roberts' routines are much more flexible; the parents

described their routine as "backing up from bedtime", although Katie's

waking time was actually critical to the process, since she demanded to get up

and become active immediately. Sally and Hugh admitted to differences in

how they manage activities when the other is not present, children's moods

and spontaneous activities with neighborhood friends are regularly

accommodated, and Hugh's real estate work requires particular flexibility

within their family. Both flexibility and structure have their advantages and

disadvantages. Brian Ralston admitted to becoming bored with the same

Friday evening restaurant, and Sally Roberts pointed out that flexibility

"creates its own problems" (01/2/15/16). One cannot plan easily or depend on

a specific income when paid work hours are flexible, for example, since she is

unable to commit herself to much paid work, and Hugh may or may not sell

a property depending on the time family life permitted him in a given

month. (Note that this last example from the data illustrates both strategies:

the weighing out or balancing of the effect of input to the family as well as

how the outcome is managed. That is, it illustrates the components of the

input aspect of the feed-back loop within the family as well as the effects;

managing is the family action taken in response to input and its effect.)
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Another way families manage the workload is to plan ahead, for

anticipating daily events helps control time and energy expenditure.

Planning occurred for both anticipated and unanticipated events. Some

families plan snacks and quiet times for periods when it is known that

members' energy might run low and people became irritable. The Kalousek

family furnished an excellent example of planning ahead that could be

anticipated: Knowing that they do not relate well with one of four clinic

physicians, they made sure that their clinic visit was scheduled on a day when

this specific individual was unavailable. Also at the predictable end of the

continuum, planning means that Aarin Roberts and Michelle Ibbetson have

wheelchairs that stay at school throughout the week in case of a school

outing, and that Jimmy Kalousek has juice with him at all times in case of

hypoglycemia. More disruptive, planning (and monitoring) also means

Jeremy Norman has an aide with him at school who is trained in emergency

procedures and in obtaining immediate care for him should he run into

difficulties related to his anaphylactic responses to some allergens. It is less

easy to plan around allergic responses and the exacerbations of JRA, but then

planning is done around contingencies, such as taking the compressor and

"portable drug store" on all outings (and having to ask to "borrow" power to

plug it in and give a treatment in shopping centers). As Virginia Kalousek

said, when things go awry "you still wish you could do something"

(04/2/29/258). So having "crash plans" in place, that is, at least partial

planning for the unanticipated events is also an important managing

mechanism for families.

Family management activities are supported by family rules and

parental limit-setting and discipline. Rules cover a wide range of "oughts"

and "shoulds", overt and covert, simple and complex, without which
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families and societies could not function (Broderick & Smith, 1979). Michelle

Ibbetson and Aarin Roberts must always have their socks on under their

braces (this prevents skin breakdown, infection, time-consuming medical

treatment, discomfort that inhibits essential mobilization, and scar

development). The Ralstons ask friends to call in the evening only after 8.30,

David's bedtime, so that his parents can spend "quality time" with him

without interruption. Some children may walk to school only with teenagers

and adults (10/1/29/33). Both parents attend clinic whenever possible, or the

mother only attends clinic. The examples are myriad. Rules and limits are

the "grease" of management behaviors and activities; when tasks are

accomplished without question and discussion, work is more efficiently

completed; things work out more easily.

Flow of communication is an integral aspect of families' managing daily

life. Because the families in this study had young and school-aged children,

communication was facilitated by the fact that both adults were necessarily

involved in child care. Since both were often present for meals, treatments,

bathing, and so forth, everyone would frequently experience the same event

and know approximately the same things. "Talking and telling" were valued

in all the families in this study, although this is not always the case. One

mother, on requesting to enter the study because, she said, she "needed all the

support she could get", reported she was "alone in this" because her husband

was rarely home and not at all engaged with the problems that diabetes in

their child presented to the family. She was unable to talk things over with

him, she said. (This family never entered the study; return messages left for

them went unanswered.) However, while citing its importance, study

parents acknowledged that the ideal of good communication is really very

difficult because they are so busy, active, and hard-working. Sally Roberts
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blurted out an organizational detail unrelated to the conversation at hand

during one research visit, immediately apologizing to me, but noting that she

had been trying to remember to tell Hugh this item for several days.

Something in our conversation had triggered its recall.

Information flow is a critical aspect of managing the condition in the

context of daily family life. Message boards, notes to various family members

who could read, calendar notations, and lists were common ways to cope with

information flow and the tracking of family activities and tasks. Parents in

particular must master a huge body of knowledge at times in order to deal

with the condition at home, inside their "regular" family life. All parents

know a great deal about their ill child's condition and its management, as this

quotation illustrates:

M. But I have said to people, you know, like we'll be talking and
I'll say, "Oh well, she has this problem and this problem and that
problem and this is such and such and such." And they'll look at
me and they'll go, "Were you a nurse or something?" No, I've
just become an expert because I'm a parent and you have to
become an expert otherwise you don't know what the hell
anybody is talking about.

R: Somebody said to me the learning curve is straight up, you
know. When you have to learn (makes sound of whirring).

M. You're damn right, damn right. (Paces her words slowly) You
cannot be poorly informed. You just can't. (05/2/70/1)

Adult and child members must all know specific things about care and

management in order that they are comprehensive and safe, and so that

actions are meaningful to them. So all members learn something about the

condition; for example, little Tabatha Ibbetson knows where the

catheterization supplies are kept in case Mummy asks her to obtain

something in the middle of a procedure. More serious a responsibility
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perhaps, is Matthew Neare's "looking out for" his smaller though older

brother in the schoolyard, where the latter is sometimes more vulnerable

because of his small stature and limited vision. Learning, knowing, and

understanding are basic underpinnings of managing. The requirements to

know more and communicate better, however, are added to usual family

work; this is more than "typical" families have to include in their

management repertoire.

In these, as in all families, differences of opinion arise among various

combinations of family members. They not only acknowledged differences **

and fights, but several were observed during data collection for this study.

Since these self-selected families were among those managing the impact of

the child's condition quite well, it may not be surprising that observed and

reported means for acknowledging and dealing with differences were

relatively straightforward. Clear communication is at the heart of these.

Linda Norman was straight with Jeremy about turning the TV off and on;

Hugh Roberts firmly and unequivocally refereed differences between his two

girls; and all couples talked openly (sometimes with prompting) of how they

settle differences in their families. Examples of responses I was told about

were: sulking and being incommunicative for a day or so, yelling and

shouting in expression of anger, or one party backing down when another

obviously was more invested in an issue. As mentioned, the Kalousek

parents have a standing "date" to discuss any differences. Differences are

accepted as a manageable part of family life in the study families.

In the study families, the prevalent attitude about communication and

managing differences may be a reflection of a common characteristic: they are

strong families, as Stinnett and DeFrain (1985) define the term, that is,

members are committed to family and each other, appreciative of each other,
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communicative, spend quality time with each other, are spiritually well, and

demonstrate ability to cope with stress and view it as opportunity (p.14).

These families help themselves manage the work of chronic condition by

maintaining a positive orientation. During data collection, I made many

observations of the work families do to maintain their generally positive

outlooks, whether members overtly articulated their efforts or not. For

example, parents made consistent references to the things their children can

do, not what they cannot do. Children demonstrated pride in their

accomplishments and enjoyment of challenges. Although there was

grumbling about difficulties with the health care system, parents worked to

overcome these and were convinced that trouble-spots could at least be

managed if not overcome. Members struggled to understand others'

perspectives, inside and outside the family, and worked to have theirs

understood by others as frustrating as that can sometimes be. When they

seemed "down" at one visit about something, it would often be apparent by

the next visit that they had rebounded, and often a family member would

initiate an explanation for a previous negative comment, often without being

prompted.

Related to this generally positive orientation is a reflection of something

I have noted in working with parents of chronically ill children in the past:

they locate their experience in dealing with their own affected child by

comparing their family's situation with others less fortunate. For example,

several parents remarked how much more difficult it would be if they were

single parents. The Roberts reported knowing other families where the child

is much more severely affected than Aarin, and wondered how they

managed. Sally in particular thinks that are generally very fortunate. In

addition, Rob Kalousek said that their diagnostic period was made easier
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because they were "lucky enough" to be admitted to the Care-by-Parent Unit

(04/1/6/21); and further, that their lot was easier to bear because theirs was

such a "strong marriage" (04/2/37/592). Thinking they are better off than

others makes the current situation easier to bear, even if it is hard work, and

certainly harder than "typical" families.

Humor assists the managing process in some families (the Roberts are

probably the best example). Humor and laughter release tension and put

things in perspective. Sometimes the humor is directly related to the chronic

condition; acknowledging funny aspects around chronicity, like anything in

life, relieves it from being too serious or too dominating. Michael Neare's

father, in suggesting I not take his son on in arm wrestling, teased that Mike

might look "puny", but he had strength to reckon with (He was right.). For

the most part, the members of the families in this study enjoyed each other

and there were many examples adult-child humor (e.g., silly children's jokes

and riddles), adult-adult humor, and humor at the expense of or about a child

that the child misses because (s)he didn't understand the "joke". Family life

with young children provides many opportunities to laugh, such as the

funny things they do and say, and their own sense of fun and glee. Aarin will

challenge anyone to a race; running in her walker is hilarious for her, and she

ends up having difficulty keeping going because she's laughing so hard. And

her laughter is infectious to anyone around. As well as helping to define

managing, humor is also useful to keeping things balanced in families and is

a strategy that supports tolerating. It demonstrates the overlap in family

behaviors that illustrate the five basic mechanisms of working things out.

In summary, then, managing is the working-things-out process that

families use to keep order in their lives, to help attain a sense of control. In

its simplest form, it is the major process of administering family affairs, of
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getting things done. The origins of or impetus for managing behavior and

interaction arises within the family; members initiate it; it is proactive.

Outcomes or consequences of the chronic condition are already known and

anticipated, and are actively managed. This is in contrast to characteristics of

family adaptation, which is more reactive, as discussed in the next section. As
those in this study have demonstrated, however, for families with children

who have chronic conditions, management of family affairs is more complex

and requires more effort and skill of the members, and conscientious, focused

action and interaction. The huge range of management activities requires a

wide range of energy expenditure from very little to phenomenal amounts.

Routines with both flexibility and structure are worked out to best facilitate

family affairs, and are supported by rules and discipline and, in these families,

trying to maintain a positive orientation. The quality and quantity of

information, communication, experience, and internal and external resources

have an impact on the success of management efforts. Managing is the

"nitty-gritty" of working out the logistics of living with a child with a long

term health problem.

All five major family concepts explored in these pages arise from data

collected with families who had been dealing with pediatric chronicity for at

least a year. Hence an assumption: For participating families, the chronic

condition is a way of life. There is a "new normal" that incorporates the

adjustments they have made to the chronic condition and its management.

This is so much an assumption that the evidence for it is more implied than

overt. For example, every parent in the study used the term "typical" child to

refer to children without chronic conditions, including their well sibling if

there was one in their own family. The implication is that the comparison

child is different or not typical. (It is noteworthy that no-one ever used the
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comparative term "normal" in reference to non-affected children.) Working

things out is based on accepting that family life with a child with a chronic

condition is an adaptation from something else, something that can now

never be. It is different. It is accepted, but it is not what typical families

experience. How do families constantly adapt? This aspect of working things

out is the family process to be discussed in the next section.

Adapting

A myriad of adjustments must be fit into life when a person has a

chronic condition or lives with someone who has a long-term health

condition. Some of this has been referred to in the exploration of balancing

and managing in relation to working things out. Adapting means that

something has to be changed or adjusted; new circumstances are different

from the old. Families must modify family life to accommodate the chronic

condition and its management. Family adaptive responses are reactive; they

stem from events that families do not predict. They are reactive, as compared

with management responses which are conceptualized here as more

proactive, anticipated. In adapting, the family changes existing ways of

operating to something different in order to accommodate to a new demand

or demands. The emphasis in this segment is about fitting chronicity-related

tasks, functions, and processes into daily family life, and the ever-present,

tenacious nature of these activities. What is this like? How is it

accomplished? This section begins with a brief description of ways adapting

was illustrated in the data of this study, followed by an expansion of the

concept as it operates in families as a process for working things out.

First, there are routine aspects to family adaptations. Fitting in the extra

work related to the chronicity infiltrates every aspect of daily routine.

Breakfast takes longer and cannot be eaten on the run if blood sugar testing
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and insulin have to be attended to first. Getting your clothes on and off may

take twice as long if you have even mild cerebral palsy. Play or getting ready

for an outing must be interrupted if someone has to stop to cough or have a

treatment. It takes longer to shop for special foods, which are often only

carried by certain stores. Extra housework may be manufactured by messy

eating related to the condition or by the preventative requirements of the

condition, such as frequent dusting and vacuuming required for children's

asthma. All these activities are family wide; everybody has to adjust;

everybody has to help; everybody has to do extra, or give more, whether (s)he

would choose to or not.

The demands of the chronicity frequently mean that at least one parent

modifies paid employment, flexing work hours, taking either part-time work

as is prevalent among the mothers in this study, or no paid work at all. This

obviously affects the overall family financial situation, socio-economic status,

and quality of life. Anderson and Elfert (1989), Baldwin and Glendenning

(1983), and Mardiros (1982 & 1985) note how unevenly this affects women in

our culture; its effects are profound, for the family, for each member

individually, but especially for the women (see also Hochschild, 1989).

Second, just as the routines of daily life are infiltrated with adjusting to

chronicity, so are life's special events. Family vacations are aborted due to

asthmatic attacks or ketoacidosis, or modified plans must be made because of

lack of walker or wheelchair access in vacation destinations. A family cannot

easily attend a sporting or arts event due to special seating problems or simply

because it requires too much effort from everyone. Birthday parties have to

be specially planned to accommodate special food or location requirements.

To illustrate this concept, the following excerpt is taken from a one-to

one conversation between Hugh Roberts and me. This was a slow, almost
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faltering passage (my many "Uh-huh" prompts have been deleted for

readability), spoken after five years of living with Aarin's handicap:

F: Well, we wind up doing, we wind up not doing a lot (R: Oh,
okay.) of things which we would like to do. Because, because we
can't do it. And we're starting to worry about it—what effect this
is going to have or starting to have on Katie. I mean she's still
little, you know, but certainly pretty soon she's going to want to be
walking down the beach on her own or through fields or, you
know, what a typical kid would be doing with Mum or Dad, you
know? And this is, I think, where we are going to have to split
the kids up a little bit more.

R: Uh-huh.

H: You know, it's not— That's the kind of things I wouldn't have
planned.

*

R: ... Just so I understand the distinction.... you just made
between the kind of family you might have been if both kids, you
know, didn't have restrictions--

H: Well, we would be much more outdoors kind of people.... We
could go camping. I mean, you know, we haven't camped in five
years ... where in the past I'd camp, ten, fifteen times per year....
I'd go for one or two days or whatever and Sal would too. You
know we used to enjoy that. Uh, we don't do those things now....
And I think it's really important for kids to get out and camp and
learn to be out there on their own and do those kind of things,
you know.... And cycling and, you know, those kinds of things.
It's, you know, it's the kind of things that we used to enjoy doing,
we don't do them anymore. Because it's not practical anymore. I
mean we do other things which are enjoyable too but, you know,
these are things which I put a lot of value on. Which
unfortunately we, uh, probably will never do. And, and it's too
bad, because we probably won't do them with Aarin and we
probably won't do them with Katie. You know, which is-- (fades
out)

R: (gently) A little bit sad, is it?

F: Yes. Sad for Katie because, um, you know, we like to get out of
the city and to get into the country and to appreciate what we've
got. You know, it's really very important. (01/6/16/52)

This father's regretful sadness is a graphic illustration of his estimate of some

of the family-wide, qualitative effects of his daughter's disability and the
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adaptations in activities and values the family and its members have to

make. Note how he slipped back and forth from the singular (I) to the

collective (we), illustrating the embeddedness of himself and his values and

preferences in family.

Thus, the chronic condition elicits adaptation in both routine, daily

occurrences and special family events. Adapting is pervasive and constant,

although modifications from "normal" (perceived differences from the way

"typical" families do things) range from minor to major, from the way clothes

are put on to essential adjustments of lifestyle and values as the last quotation

illustrates. As time passes, many adaptive behaviors become rote and hence

minimized, becoming part of routine management, such as weighing foods

or selecting specific food items to cook with or serve, as in the case of allergy.

Some, however, are always a challenge, as the father just quoted expressed.

Some adaptation costs nothing financially, whereas some costs are

considerable, such as modifications to the heating system (dust and humidity

control) or the removal of carpeting and structural changes to stairs, as were

reported in three of the study families.

Adapting may require a lot of physical or psycho-social energy or a

minimal amount, depending on the characteristics and requirements of the

condition and the specific adaptation required. It was also described by

parents as being time-consuming. Sometimes, they reported that there is just

not enough time to do things, or to do them well. Some other (non

chronicity related) activity is frequently compromised. As already mentioned,

there is not even enough time to communicate adequately in families where

good communication is essential to the smooth functioning of the family.

(Both the Roberts and Ralstons were planning private, couple-only holidays

on which they could talk uninterrupted, and get "caught up".) Information
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coming into the family is inadequately passed between members and thus not

used to its maximum potential. For example, during the study it took one

mother a full week to remember to tell her husband about a specific

community meeting that interested them, but to which she could not go. By

the time he heard about it, it was rather late to make plans to go, including

getting a competent sitter.

Families' adaptation is negatively affected by many factors. The

Kalousek parents summarized these best (without their being aware of it) in a

brief passage of the first visit when the parents were talking about the early

diagnostic period. They were tired, scared, depressed, and overwhelmed. The

family's usual routine and privacy were disrupted, they were unprepared for

what was happening to them, and they lacked information (04/1/7/9). These

factors continue to be deterrents to family adaptation long after diagnosis,

when the health problem is "supposed" to be commonplace for the family;

for example, parental and child fatigue plagues families like the Roberts and

Lobbans for years. Some families identified lack of social support and fewer

resources as factors that compromise adaptation, though they were not issues

for themselves. As previously mentioned, through support groups,

hospitalizations, or clinic visits, almost all families had met others who were

dealing with similar problems, and many could cite situations in families that

hampered adaptation to the demands of the child's condition. Single

parenting, behavior problems in children, specific (different) diagnoses, fewer

financial or other resources, and additional responsibilities such as care of an

elderly relative were examples put forth by some parents.

Conversely, adaptation is enhanced by certain forces or conditions. As

families learn and become experienced with the condition, the treatments,

and the health care system, things improve. Adapting is easier. With
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experience comes confidence and a sense that a "new normal" fits for them,

that this is what their family feels like. It is acceptable. One adaptation

enhancing influence is sharing the family situation with others who

understand, or make a concerted effort to try. Especially at first, parents find a

support group very useful. At meetings, parents can formally or informally

learn through the experiences of others, and tell about and glean support for

their own problems of adapting, keeping things balanced, and so forth.

Parents bring the insight, experience, and confidence home, reporting

positive results in the family. For example, the Ibbetsons thoroughly enjoy

outings organized by the local branch of the Spina Bifida Association. It is at

once reassuring, informative, and fun to go out with others whose experience

is so like their own, with whom they can compare, learn, and gain

perspective. When they are out together, the vocabulary is common,

explanations are fewer, and the "typical" family situation is their situation.

All the study families but one made new friends after the child's diagnosis

with at least one other family whose experience is similar. The best support

comes from others with as similar an experience to one's own as possible

(Knox & Hayes, 1983; Lynam, 1987). This is one reason why life feels so hard

for Linda and Elaine Norman; Jeremy's condition is so rare that no other

families with similar experience live in their area.

Forces that affect family adaptation positively and negatively are rather

the reverse of one another; rest, sound social support, financial means and

other resources, are enhancers of adapting, for example. Interestingly, the

health care system was not generally seen as a source of support for the

families in this study, and more will be said about this in the discussion of the

tolerating process in the next section, and again in the next chapter. Family
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adapting is helped through knowledge (possessing information), to be

discussed more in the next chapter as well.

A sub-category related to adapting (as well as maintaining the family

image) that was pursued during analysis was a process described in the

literature as "normalization" (Anderson, 1981; Anderson, 1986; Bossert,

Holaday, & Harkins, 1990; Davis, 1963; Deatrick & Knafl, 1990; Knafl &

Deatrick, 1986; Krulik, 1980; Strauss et al., 1984), but interpreted in these data

as more accurately termed "maintaining our normal" or having a "new

normal". To illustrate this concept, the following interactional segment is

taken from a late-night conversation with two parents during the selective

coding phase of the project. Note how I draw them out specifically on the

subject of a previously-identified category related to their notion of normality

in family life, the establishment of a "new normal" as opposed to the more

commonly cited concept, normalization. Again, I have edited prompts and

repetitions to enhance readability:

F: Well the interesting thing of normal-- For us this life is
normal. Now it is our lives, in the sense-- Like injections and
blood tests is part of our daily life, it isn't that we make it normal,
it is what we do every day. Day in and day out. So it has become a
part of our routine.

R: But it's normal for you. See that's where the word, the word,
Ulm--

M: Normalization.

R: In the nursing literature, normalization, is a bit of a misnomer
because it usually refers to people trying to make their life like
other people's lives and what you two people have just explained
to me, is that it isn't that at all. It's an acceptance and it's an
adjustment to Jimmy's diabetes so that you've got a normal that's
your normal, do you see what I mean? It's your normal.

F: Yeah, it's our expectation and the routine of what we do every
day and it's--
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M. And it's normal if you talk to every diabetic family, it's all
normal for us, you know. When we go to camp this summer
we're going to live with fourteen other normal diabetic families.
But outside that, it's not normal. So you're right, I mean there's I
think an adjustment. Adjust- adjusting is a better word than
normalization. So we've adjusted and we've, we've got
accustomed to it.

F: There are, like as I said, some areas where you make a
conscious attempt to live the way other people do. Like, like with
these tests and things ... you do a little bit like that. There's a very
small amount of normalization that is to make your life like other
people's. (04/5/59/28)

This couple are describing the adaptations their family has made to their

son's diabetes. It's not that they want to be something different, or even

appear to be. They have a unique "normal" for them. Notice how this father
acknowledges that the adjustments they have made are both unique to their

family, yet routine to their way of life. They have adapted to different

expectations than typical families, just as the Ibbetsons, MacKenzies, and

Roberts have modified expectations around mobility, and the Holbergs have

incorporated different developmental expectations for their head-injured

toddler. This notion is more akin to that of Robinson (in press), who

describes the phenomenon as a "leap of faith" that results in a reorientation

of the story of managing a chronic condition from problem-saturated to "our

life is normal, we just have a few problems" (p. 5). One of her individual

participants said "So it's keeping things in perspective—that's normalcy"

(p. 5). In the interpretive framework of my study, this statement speaks more

to working things out to gain a sense of the current family life situation as

manageable, balanced, and controlled, not simply like other peoples' lives.

The Kalouseks' "normal", just illustrated, is more like the life of other

families who have young children with diabetes; it is not that they see their
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life as something they need to adapt to be like those of "typical" families.

Over time, they have accepted their own, new normal, a different perspective.

The adaptations necessary for families to live day by day with a child's

chronic condition are huge in number, though some are tiny and some are

significant. All take some energy—work that is not required of families who

do not experience chronicity. Adaptation is, however, continuous, even

though not every adaptive behavior or process may be used every day. As

quoted earlier in this chapter, "We're working on this thing every day"

(04/2/23/01). New challenges arise almost daily in response to child and

family development and new input, such as changes in treatment or

management. Families have to be flexible, which suggests that less "flexible"

families may have more difficulty with adapting to a chronic condition; this

is certainly a problem for further investigation.

In this evolving theory, the adapting concept describes those family

actions and interactions that develop in response to new chronicity-related

demands. The family accommodates itself to new input, sometimes in the

course of usual routines and sometimes in relation to special situations. This

research illustrates that situational and personal factors affect adapting

negatively and positively. Family adaptation requires attention to detail at

the same time as ability to incorporate new behaviors and processes into the

family repertoire to the point that they become taken for granted, and

therefore part of the managing process. Adapting may be willing or resentful,

conscious or unconscious, and accomplished efficiently and/or with

difficulty. To adapt successfully, families must balance well and manage well.

Tolerance is also needed, and this is the next major family process discussed.
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Tolerating

Certain aspects of living with childhood chronicity must be simply

tolerated or put up with. Families must become resigned to certain

unpleasant, unwelcome, uncomfortable, inconvenient aspects of daily life

with a chronic condition. They need to tolerate people they do not like (such

as opinionated nurses (04/1/14/12]) and inconvenient events that are no fault

of their own such as health care workers' strike conditions or changes in

physiotherapists. The impetus for tolerating may arise from within or from

outside the family. For instance, the chronic condition and its outcomes (for

the families in this study) are within family boundaries, as are the members'

values or behavioral responses to one another. Examples of external sources

of tolerance are the health care system, strangers, and institutions like

schools, funding bodies, bureaucracies, and so on. Such things must be borne

without expectation that the family can affect them much, if at all. Families

must become resigned, tolerant.

Waiting is an excellent example. All members of all study families had

experienced it and dislike it. It is seen as an inevitable aspect of interacting

with the health care system and other big bureaucracies such as government

departments. Children become bored and frustrated, parents angry and

resigned. Waiting might be 20 minutes at the doctor's office, two hours for

hospital admission, or months for approval of a new piece of equipment, as it

was for Aarin Roberts' much-anticipated special tricycle. In parking lots, one

may have to wait for a handicapped space while existing ones are occupied by

non-handicapped peoples' cars. Waiting adds considerably to the time

commitment of being or living with a chronically ill person. The slow rate of

medical/health care discovery and invention is difficult but tolerable;

families need more portable equipment, technical advancements that would
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modify or at least decrease the need for treatments such as exercises, insulin,

allergy diet control, and the frequency, dosage, and side effects of medications.

Waiting time is at the expense of either leisure time or other tasks that must

be done, compounding work, the sense of feeling busy or burdened, and

fatigue.

Living with ambiguity is another element of working things out that

must be tolerated. It is frustrating to chemical engineer Rob Kalousek to not

be able to gain good control over the "merely chemical reactions" in his son's

body. He must tolerate the human body as a less-than-perfect system. For the

Ralstons, living with Annie's heart condition is on-going ambiguity; is she ill

or is she not? Will this resolve itself without surgery? Maybe yes, maybe no.

"Fuzzy" areas of knowledge are very difficult for families, particularly at first.

In the long term, they learn to live with the uncertainty of knowledge about

human biology, the inconclusive underpinning of some aspects of medical

management, and the methodical, incomprehensible, uncoordinated

administrative slowness of bureaucracies or agencies.

Differences of opinion among health professionals are frustrating,

confusing, and eventually simply something to be tolerated as well.

Unfortunately, tolerance is not a respectful, trusting stance; it is probably

neutral at best, and for some parents quite negative. For example, it is this

stance that colors much of what the study parents said about their interactions

with the health care system, addressed in Chapter 6. Toleration in the family
system requires more dampening or accommodation in some situations than

others, depending on attributes of the chronic condition and its management

and the family's experiences and characteristics. It is therefore energy

draining for families, even though on the surface it looks passive.
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Largely, children proceed with life as they see it—chronicity in self or

sibling is often the only way they have known the world. Or they adapt,

accepting the situation, integrating the demands of chronicity with the

challenges of learning, developing, and socializing. This is not to say they are

unaffected (Eiser, 1990; Hobbs et al., 1985; Rose, 1987); by observation and

parent report, these young children just appear to take the situation in stride

more readily than than adults. Two examples:

For Jimmy it's the only way he will have ever remembered [life to
be like].... To him there's no other memory of having eaten in a
different way. (04/5/61/2)

She is who she is because of the way she is partly. And I couldn't
take that away, I couldn't. You know if someone said, "Well, you
know she'll be fine, but, of course she won't be the same child", I
don't know if I could take that, you know? I think I'd probably try,
but I like her; I like who she is. (01/10/89/44)

The second parent is expressing her view that her daughter's handicap is so

integrated as part of her personality, that not only can that not be changed, the

mother would not want it to be. Aarin has developed, integrating her

cerebral palsy into who she is. Total acceptance at age five. (Common sense

and pediatric clinical experiences confirm that as they become older and their

experience outside the family broadens, older children and teens' tolerance is

greatly challenged.)

One subcategory of the tolerance families develop is living with

uncertainty, and is illustrated by the Kalouseks' planned clinic visit. A health

care workers' possible strike and a potential reassignment among clinic

physicians furnished two reasons why their clinic appointment, set six

months in advance, might have to be changed. They had no choice but to try

to plan work and family schedules around a possible change, even though it

was not definite. The family had to live with this element of uncertainty for

two or three weeks. They could not do anything; control was out of their
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hands (04/1/4/9). Probably ranked as minor, this example could be contrasted

with that of the Ralston family, who had been living with Annie's possible

open-heart surgery for a year, since her initial diagnosis:

M: The coarctation will have to be repaired but we don't know
when.... See, like all along it's been really hard, to figure out
when the surgery is—when the surgery will be. Like, for a while it
was like: Okay, maybe this week. Okay let's wait, she's okay. Next
week. Oh, she's okay; next week. (02/1/21/9)

Described as scary and threatening by both parents, this surgery could be

recommended at any bi-monthly visit to the cardiologist, yet could also be

delayed as late as the end of her fourth year, or possibly not have to be done at

all. More than four years of living with an unknown. "But like Brian says,

we have no idea what's going to happen, how she's going to feel"

(02/3/15/11). This example illustrates both the uncertainty that all these

families live with and the degree of tolerance that must be developed. A new

treatment could be around the corner, a worse prognosis than expected, or a

better one, a different trajectory than they imagined, an asthmatic attack or a

hypoglycemic reaction in a few minutes, tomorrow, or next week. Families

simply have to live with that, and they live with it because they have to.

The degree of uncertainty varied among this group of families. Jeremy

Norman's anaphylaxis obviously poses the most threat; this was very difficult

for his mother and grandmother to tolerate. The Lobban twins' asthma forces

a high degree of readiness as well. The Sandhers, Holbergs, and Kalouseks

have to be watchful of symptoms and complications and the parents always

worry about a possible exacerbation of symptoms. The remaining families

have children with more stable conditions, so that unpredictable change and

uncertainty were not as problematic.

Just as variable as families' demands are their strategies for dampening

the effects of having to live with the unknown. Humor (as discussed with
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the managing process) is one. Trying to leave a little extra time in plans (also

managing) is another, although this is rather difficult in these already

stretched, busy, or harried families. Trying to be patient and flexible with

rules, routines, and boundaries is another. For example, Gloria Neare shares

a part-time parent-aide position caring for a handicapped pre-schooler. This

way, should she need to drive her son Michael with JRA the four-hour

round-trip into the city because her husband is on shift, she has someone she

can call to relieve her of her paid-work responsibilities.

Uncertainty is said to arise from conditions in the environment that are

perceived as novel, ambiguous, lacking in information, or posing threat

(Cohen, 1989; Cohen & Martinson, 1988; Hilton, 1990; Mishel, 1981; Mishel,

1990). Certainly these families deal daily with many of these conditions.

Mishel (1990) points out that this idea, living with uncertainty, is usually

described in the literature in relation to acute episodes of illness or downward

illness trajectories; study of the continual, constant type of uncertainty is

rarely reported. She theorizes that this type of uncertainty is "used by

individuals as the basis for self-organization as they reformulate their view of

life. The new state of order has a new world view involving probabilistic and

conditional thinking" (p. 260; emphasis mine). She added that there is a new

ability to focus on multiple alternatives, choices, and possibilities. Although

this might have been pursued with the parents in this study, something

similar may be applicable to the notion of family uncertainty. Families with

young children must respond to multiple choices and alternatives in the

"usual course of events"; adding a pediatric chronic condition compounds

this. That is, they have experience with some degree of change and the

unknown almost all the time. This may be why it appears that the ten

families in this study, who overall are coping fairly well with the demands of

**

*n
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chronicity and are not dealing with a life-threatening condition in a child, do

not show undue wear and tear associated with uncertainty. It is an issue, and

it is constant. (It was observed as "crash plans", emergency telephone

numbers, drug, injection, and inhalation kits, etc.) But they take it in stride.

It is hard, as Barbara Ralston said, but it is also something you live with and

these families are "just getting on with it". This is in contrast to the findings

of Cohen and Martinson (1988) who describe how, in a group of parents of

children over five years old with cancer, their exquisite vulnerability,

heightened sensitivity, and hypervigilance altered their ability to accurately

appraise their children's health. In the next chapter, it will be shown that

although the parents in this study did carefully monitor their children's

health status, they could not usually be described as hypervigilant.

Tolerance in these families felt passive to me, as the researcher/observer.

Although causes and manifestations are variable, there is resignation about it.

Children, in particular, accept the "status quo." Families continue to function

and members to interact in spite of it. Certain situations and conditions are

allowed to be, are not interfered with, their presence tolerated "without

waves". Tolerance failure is almost an oxymoron. It will be interesting to

continue exploration of this concept with families that may not be as strong.

To summarize, tolerating is the family process by which situations are

simply borne, put up with, allowed to happen, or accepted without actually

taking overt action. Families must often tolerate a fair amount of ambiguity

and uncertainty, with varying degrees of difficulty and varying degrees of

success. Tolerance is much-demanded of families around their interactions

with the health care system. In the sense that tolerance encompasses a

connotation of respecting others' views while not necessarily sharing them,

this is very much the case with parents, who must take care to at least appear
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tolerant and accepting of health care professionals' different perspectives

(Anderson, 1981; Hayes & Knox, 1984; Kleinman, Eisenberg, & Good, 1978) in

order not to jeopardize their child's receiving the best possible care. Parents'

interactions with health professionals, as has been mentioned, is an analytic

category developed in the next chapter, but the notion of how the family

appears to others (and itself), the projected family image, is the subject of the

next section.
-

Maintaining the Family Image

Part of working things out in daily life involves expending effort on

maintaining the image of the family, both within its boundaries, and between

it and the outside environment. It is important to the families in this study

that each feels like an integrated unit; the sense of family is valued. As well,

families like to appear to others to be "doing well" within the context of the

chronic condition. These two are highly inter-related with each other, and

related as well to the notion of families' "new" or "different normal", as

developed earlier in this chapter with the adapting category. Family work

related to maintaining the image of the family to self and others has aspects

that are whole-family, parent, well sibling, and affected child related; here I

will concentrate on the family unit interpretation as much as possible.

Family actions and interactions are implicated. Examples encompass: a)

within the family: developing relationships and integrating values, and b)

between family and community: the management of situations such as

strangers staring, teasing or unhelpful curiosity (about insulin "shots", for

example), safety/protection issues, and overcoming differentness.

An image is a representation of something. It is not the thing itself, but a

view others can have, a mental impression, often represented by exemplary

behavior that is typical. These young families work at establishing
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themselves as a family, while they have to adapt, change, balance, and

manage life's logistics in response to developmental progression in their

child and adult members and the requirements of the chronic condition and

its management. As has been developed in earlier passages, values (primarily

derived from the parents' family of origin and life experiences before having

children) are both sustained and changed in response to the forces of child

and family development and the trajectory of the chronic condition. At the

time of writing, this category is "under-saturated"; further observations and

conversations will be selected during continued, longitudinal data collection

in order to clarify this theme and develop its processual nature and

relationships to the other major concepts. The following paragraphs explore

the concept as it has been developed to date.

Naturally, the ten families have different individual views of

themselves. In observation, each appears quite different from one another as

well. Considering the chronicity, for example, Annie's congenital heart

condition, though a significant concern for the Ralstons', affects their sense of

themselves as a family less than Jimmy Kalousek's diabetes or Michael

Neare's JRA. Michelle Ibbetson's myelomeningocele appears to affect the *

sense of family comparatively less, despite the handicap's visibility.

However, the MacKenzies' and Roberts' image of family centered much more

around the handicaps of the children, despite how similar their alterations in

mobility are to Michelle's. The Normans' family life is extremely centered on

Jeremy's anaphylaxis and the problems and threats it poses. To illustrate this

variation, first a quotation from Barbara and Brian Ralston (remembering

that she is a nurse):

M: That would be the only time we'd really see a sign of her
sickness or condition. She'd get constipated... she looked like
somebody who had angina, cold clammy... exhausted, just lying
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there. And that would happen every once and a while and it
would freak me out 'cause I realized even though— Like we
and normalize, I guess. And she is-- She doesn't hold us back.
She's never really held us back because she's never really been
sick. (To Brian) Do you think? Like she's never acted really sick
other than the beginning.

F. She's never held us back from anything other than-- We had
hoped to take a nice hot vacation I think earlier (who knows if we
would have had the money to do it?), but we're talking about a
nice winter warm vacation and there was a restriction on her

flying so we had a look at a closer-to-home vacation. (02/3/11/36)

Contrast this with this summary from my interactions with the Roberts:

First, their idea of family includes the extended family, even though they are

not emotionally close, partly because the members are not emotionally,

expressive. Extended family (uncles, aunts, cousins, grandparents) are

important because "they're our children's family" (01/7/61/4), and because

"there's a history there" (01/7/64/54). As a nuclear unit, Hugh called them

"trying to stay integrated" (01/7/53/31). Sally added:

We get mad at each other and we tick each other off on certain
things, but that is real life and the bottom line is that you are still
family and you still need each other. (01/7/62/27)

The Roberts' family concept is very child-centered. Sally explains, as she

notes the work and responsibilities of being a "good" family:

Whereas the family who tries, I think, hard with the kids and tries
to study up and thinks and whatever, hopefully that child will
achieve the most that child can achieve. (01/7/71/16)

Hugh, then Sally expanded (some prompts deleted):

F. But I think, I think part of it are people— There seems to be
from my long life, there are people that walk away from a
problem, and people that will stick no matter what, and that's
almost a personality thing.

R: Inherent.

F: Yeah, and, you know I think fortunately for our daughter we're
both the kind of people that will
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R: Stick.

F: You know because it would be easy to walk away, I mean, uh,
it's the easiest thing. But that would also be the hardest thing, for
me that would be the hardest thing, uh, because I could never, I
could never live, I could never be happy again.... And I think Sal
is the same way, so if it's-- If the problems were to change, I don't
see us changing 'cause I think that's just the way we are.... I
mean, you can call it all kinds of things, you know, love and all
these things. That's is part of it too, but, um, I think some people
have that, some people don't [have stick-to-it-ness]. And that's,
and a lot of people love their children but they just walk, because
they just, you know-- Unfortunately for them, they just don't
have that.... So our little girl, I guess, you know, you might say
she's lucky, ... because if one of us was to walk, I mean it would be
an awful burden for the remaining person, you know, I mean it
would be just, you know, life can be, you know a little bit tough
sometimes, so with the two of us, so obviously with only one of
us, my, it would be--

M: I couldn't imagine....

F: It would be just too much you know....

M. But that's the thing though, you see, I guess that's probably the
bottom line, we love our children and really, I mean even though,
you know, we go on. We're tired and it's been tough, and, and,
those things are all true, but our kids are happy.

R: They are.

M: And really we're happy, I mean we're tired and maybe we
would have wanted to have changed some things if we could
have had a way to change those, before any of it ever happened.
But, we have two really happy kids, I mean Aarin is just a
delightful little girl and she's happy and she's healthy and we
have, I think a happy home. We play with our kids and we laugh
with our kids. And, you know, and we have a lot still to be
thankful for because they are healthy and they're bright and so, in
spite of all of it, it still ain't that bad, you know. I mean it's-- Sure,
well it's not a bed of roses but, um, it isn't for anybody either. Its
just people's burdens are different I think. (01/7/79/18)

This couple's image of their family as a family is focused on the children

undifferentiated from their one daughter's handicap. Families stick together

and members help each other out. (Both parents and Aarin commented on
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the high value and taken-for-grantedness of sisterhood between the two girls.

The parents had given his much thought and discussion.)

Note now how this same family grapple with their image in the

community, where Aarin's handicap makes her visible. This is in contrast to

the Normans, Kalouseks, and Lobbans, whose children are perceived as more

"ill" within the family because of their need for careful, constant monitoring

and medicating, and the potentially life-threatening nature of illness

episodes, but whose conditions are invisible (Falvo, Allen, & Maki, 1982):

M. People used to ask me in the Safeway [a grocery storel line-up,
what's the matter with her? You know, people waiting at the
crosswalk to cross the road.... It hurt....

R: It's funny the liberties people take.

M: It's very, uh, really tough. And then of course when you
finally have a child with the real diagnosis and then all that sort of
"what's wrong with her?" is really hard, I mean it takes years to
become immune to that, sort of to where it doesn't hurt anymore
when someone says "Well, what's wrong with her?"... For one
thing I really hate that phraseology.... You know, um, she has
maybe some problems or, I've never really found a really
acceptable way around that but I hate that what's wrong with
her?... Nothing's wrong with her, she's perfect to me, thank you
very much. She just doesn't walk like everybody else does, you
know, and she doesn't cut or sit or whatever, you know.
(01/7/4/32)

At the previous visit, Hugh had described his difficulty with this aspect

of Aarin's and the family's "public" image by saying that he thought they had

to develop "thicker skins", meaning they needed to try to become less

sensitive to the fact that strangers and others see the handicap before they see

the happy, developing, charming girl and her caring, competent family.

Another aspect of this, which several study families deal with, is a prevalent

idea that there is a high rate of failure among the marriages/families of

people whose children have chronic conditions. The married couples in this

-



157

study doubt this is true (as is supported in the literature [Kazak, 1987; Kazak et

al., 1988]), find they have to defend themselves from others' biases in this

regard, and simply think that their family does not fit this stereotype.

As well as ranging from appearing to others "as normal" (Robinson, in

press) to feeling that they appear to others as more abnormal than they are,

families' images of themselves ranged from close to individualistic, assessed

primarily by parent report. The Neares, for example say they are closely

bonded and look to an observer as if they are. The family members do many

activities together, hold many of the same interests, such as sports and the

outdoors, and spend a great deal of their non-work/school time together. As

a couple, the Lobban parents are so "sympatico" that they finish each other's

sentences and pick up in conversation where the other leaves off. The

Holbergs, on the other hand, though an integrated, loving unit, give the

observer the impression of four individuals, more loosely tied.

In addition, some families see themselves as a "buffer against the

world", where others take the world on, that is, together in protecting

themselves from the world and keeping it out (like the Ralstons), or together

in "fighting off the bad guys," so to speak. Similar to the Roberts' notion of

having to stick with it against the odds quoted earlier, the Lobbans underlined

(prompts deleted):

M: It was hard and I mean more than one

F: To be honest like

M: More than one person has said to us, how did you guys stick it
out through that?

F: 'Cause I'll— My answer to that was it would have been too
easy to walk away. Anybody can walk away. But it's— It takes
more balls to stay and fight it. And like we told your Mum, we
said that's the cards we got dealt, we play them.
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M: Yeah you cope with what you're dealt and it's one of God's
little-- (Inaudible. She fades out because she becomes a little weepy)

F: Getting emotional again.

M: I know. (Chuckles) It's still tough. (10/1/17/23)

This family is not passive; their image of themselves is that they are taking

on the tough world. The daughter, at six and a half, has the same general

tenor as her parents expressed; she demonstrated assertiveness and directness

during the research visit, and was reported by her parents to fight for

attention when she feels the twins are getting too much because they are sick.

Maintaining the family image, then, incorporates family work related to

defining the family internally and operating from that basis both within and

outside the family. The nature of the image, and its success of transmission

to others, depends on how vulnerable the members perceive the family to be,

how strong they perceive themselves to be as a unit, the characteristics (such

as visibility) of the chronic condition, and the energy they are able to channel

from balancing, managing, adapting, and tolerating the effects of chronicity.

Family image is closely associated with the values and beliefs the adult

members bring from their backgrounds prior to the current family

configuration, both as ideas they perpetuate because of positive associations

and as conscious corrections from "mistakes" they think their own parents'

generation made.

The families in this study were selected partly on the basis of the length

of time since their child's diagnosis: at least a year. Despite the elapsed

adaptation time (which ranged from one to six years), the family image is

closely tied to the chronic condition. The way they see themselves is not

necessarily the way they think they are seen by others, including, sometimes,

members of their own extended families and friends. They hold that other
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families who are dealing with the same or similar problem(s) are most likely

to hold more realistic views of their family (Hayes and Knox, 1984; Lynam,

1987). As illustrated, the family images of those in this study range from

those where the profile of the chronicity is high and therefore their alliance

with an image of typical family is low, through to the other extreme, where

the perspective of the condition in the family is low and the members

therefore view themselves and act in a more typical family way, and where

the chronic condition has a lower profile. At the same time, the new normal

operates strongly within the family images, for the chronic condition is º

something that is irrefutably present, accepted, and being responsibly dealt

with (managed, balanced, adapted to, tolerated). All the families viewed

themselves as "family" and acted consistently as families (recall the concept

analysis offered by Stuart [1991], summarized in Chapter 4, p. 82). Their

images reflect the importance of meeting members' needs well; as mentioned

at the opening of this chapter, nurturing, loving, protecting, nourishing,

socializing, educating, and physical and financial caring elements were clearly

observable throughout the data collection with all the families.

What is significant in terms of how we think about families in health º

care is how integrated chronicity is with family image, as demonstrated by

how they act and interact. It requires work, not so much to establish what

they think of themselves, which is something all families do, but to project

that image to others so it is received as a likeness close to their own.

Although they are different, some appearing more so than others, they seek

to be understood in terms of their "new normal" rather than their

differentness. Don't stare; it hurts. Accept us as we are; it is hard to do what

we are doing.
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Although underdeveloped, the conceptual category of maintaining the

family image is closely linked to the notion of families' development of a

new normal, unique to them. A sense of who they are as a family develops,

with pediatric chronicity closely integrated. Each family then has the task,

however, of interpreting the internally derived image to the outside world.

Family characteristics and resources affect how successfully this is

accomplished and more importantly, how successfully it is felt by the family

to be accomplished. A great deal the energy of the study families is expended

interpreting their sense of family to others.

Summary and Conclusion

Being in a family is important to us all. To those in this study, being a

family takes on dimensions most of us will never know. Working things out

in the context of pediatric chronicity is hard work—life is over-full for many

families, whose schedules are sometimes busy to the point of hectic as

members endeavor to meet each others' needs and deal with the outcomes of

a chronic condition and its health care management. Adjustments and

compromises are many. On top of the developmental tasks of families with

young children (Combrinck-Graham, 1985; Duvall, 1977), those in this study

add the significant demands of the chronic condition, straining available

time, energy, and resources to their limits more often than not. Some needs

of some members are compromised some of the time, and frequently much

of the time. The toll tells in fatigue, changed vacations, alterations to the

hours and satisfactions of paid work, avoidance of preferred activities,

seconded values, increased watchfulness, decreased privacy, and compacted

routines.
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Simultaneously, however, these families both know themselves to be,

and can be observed as, loving, competent and happy. They function like

"typical" families though there is more to integrate into daily life,

qualitatively as well as quantitatively. They establish a "new normal". Those

who agreed to become part of this research may in fact be exemplary, families

who have the characteristics and circumstances to render them strong and

better able to deal with the demands that are "part of the package" that comes

with pediatric chronicity. Hence, it has been significant to our understanding

of families in health care to discover from in-depth observation and

interview what their day-to-day family life is like, and how the chronicity is

managed, adapted to, and balanced in with the total of life's priorities from

their perspective. It is significant, however, that when one looks to family

literature for theory or published research about normal or typical families,

one finds work derived from the perspective of absence of pathology, the so

called "non-clinical" model (such as Bronfenbrenner, 1990; Dunst, Trivette, &

Deal, 1988; Walsh, 1982b).

Grounded theory, though not often used for family-unit study (see

Gilgun et al., 1992), has offered an ideal method for developing an

understanding of family level processes of "working things out". Partly this

is because the method is purposely designed for the study of social processes

over time (Glaser, 1978; Glaser & Strauss, 1967; Strauss, 1987; Strauss &

Corbin, 1990), the very essence of daily family life. This is beginning theory,

for continued refinement and further testing by myself and others.

The five processes, balancing, managing, adapting, tolerating, and

maintaining the family image, are inter-related through the family actions

and interactions by which they are accomplished. Conceptually, they overlap

as well, each with all the others (see Figure 4, p. 114). In order to manage daily
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logistics well, families must also be good at balancing, and be operating from a

cohesive image of themselves as family; compromise or difficulty with one

strategy will not only affect success with another, it may be caused by (or

associated with) difficulty with another or others.

The relative ease (or lack of it) that families have in working things out

day-by-day varies from family to family. How it feels to them, and how it

might look on observation, depends on multiple factors: the length of time

since the child's diagnosis; the characteristics and age ºf the affected child and

siblings (if any), the family, and their interactional patterns; the family's

experience (in and outside the formal health care system); and of course, the

characteristics of the chronic condition itself. Families by definition are

dynamic, developing entities, and change in the nature and amount of

chronicity related work and these processes must be expected to change over

time as well. This is particularly important to bear in mind when making

clinical assessments or collecting and analyzing qualitative data

longitudinally.

Life is tough for these families, more for some than others. However,

for the most part, families in this study shoulder the extra work and care

resignedly or willingly, though with difficulty (my prompts deleted):

M. (Softly) You just, you just do it, y'know. (R: Yeah.) I mean
you just, sometimes you get really pissed off. Because it is a lot of
work, you know. And you get tired of it, it, I mean— God, I can
see my brother, he can throw four kids in the van, in the length of
time it takes us, you know to get two. Because three of them get in
and do it all themselves. Aarin cannot hardly even find her
seatbelt. I mean, she just—the movement, the flexibility it's just—
And it's like that with everything. (Measures words deliberately)
Every single thing because she just can't do it. (01/10/87/45)
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Life is tough, but it can be managed, and managed well. Families strive to

have this fact acknowledged by those who look in from outside, and who may

never really understand what it is like to do what they do.

Within the context of the overall framework developed in this chapter,

several other analytic concepts arose from the data. Primarily, these are

related more to the actions and interactions of individual family members,

and although they are conceptually related to the theory described here, they

have been separated into the next chapter to enhance clarity of presentation.

Overall, the direction of individuals' work related to a pediatric chronic

condition is toward making and keeping life "livable", to keeping things in

perspective within the family.
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CHAPTER 6

Keeping Perspective: Making Life Livable

Families, it is said, are different than the sum of their parts (Broderick &

Smith, 1979; Kantor & Lehr, 1975; Walsh, 1982a; White, 1984). That is, there is

more to understanding families than looking merely at their composition, or

just at interactional patterns, or at information processing, or perhaps at

functioning strategies. The previous chapter developed a conceptualization

about family processes grounded in ethnographically derived data concerning
1 ºnfamilies' "working things out" in the presence of a child's chronic condition.

Purposely, the discussion in that chapter focused on family level concepts.

This chapter is devoted to aspects of young families' chronicity work related

to individual members' roles, actions, behaviors, and functioning. The

constructs presented in the two chapters are highly related to each other, and

are differentiated primarily to ease presentation. In fact, the family level

concepts and the member level concepts developed in this chapter amplify

one other, grounded as they are in the same data set. Parents' and children's

actions and interactions in response to a child's chronic condition (including

their interactions with health care professionals) enhance the picture of

family work presented in Chapter 5, and that overview gives explanation and

context for the ideas about family members' responses to pediatric chronicity

presented here.

Although many observations and recordings of individuals' behaviors

were made during the course of this research, concepts selected for inclusion

here are those that are analytically connected to "working things out". That

is, there are demonstrable relationships between these individual-focused

concepts and the family unit or system. Each of the concepts described in this

chapter is associated with process and action or interaction and is related to

*.

*
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the notion of family work. The concepts are organized into five sections for

ease of presentation: four related to parenting and one to being children. The

categories developed in this chapter are illustrated with data from all ten

families, although they concentrate on the five whose portraits are given at

the beginning of Chapter 5 (pp. 100-106), as before. First, however, an

introductory section outlines some general characteristics of the notion of

keeping perspective; the purpose of these introductory comments is to

provide both a context and solid foundation for the concepts described in the

remainder of the chapter.

The overall goal for families' working-things-out efforts is to "get by".

Not really to "forge ahead", let alone to live some mythically superior quality

of life. Primarily families appear content to get through one day at a time (as

they have all been advised to do at some point since the child's diagnosis).

Although all parents made reference, either spontaneously or on prompting,

to future plans for themselves and their children, day-to-day life is relatively

focused on the present, dealing with the problems and tasks of everyday life.

However, it is important in the "daily grind" to keep perspective, to try to see

family events and developments in relation to one another, as part of "the big

picture". This involves guarding against allowing some aspect of life to

become exaggerated, or something else to become minimized or lost. Living

with a chronic condition tends to foster areas of unintentional over-emphasis

on one or more aspects of family life. For example, the Roberts worry about

allowing for Katie's normal development in family activities that tend to be

centered around Aarin's disability; the Kalouseks about striking the right

balance between control and flexibility in the diabetic regimen; and the

MacKenzies and Lobbans about the effect of the chronic condition on the well



166

siblings. The knack is to achieve the right equilibrium. Thus, the goal of

family members' efforts toward keeping perspective is to "make life livable",

in the sense that everyday events are well-managed or controlled, and

nothing particular is emphasized more or less than it "should" be. The

chronic condition ought to receive no more or less family effort than it

deserves in relation to other things the members value. This requires work,

since the characteristics of the child's condition and its health care

management tend to gain dominance. So in addition to the hard-to-defer

requirements of caring for young children, parents must respond to the

demands of the condition and its care as well.

Within this definition of keeping even perspective within the family,

members' individual efforts can be examined and understood. Primarily,

these efforts are parental efforts, so this concept is explained primarily from

their perspective as it arose from the data. For the parents in this study, their

children's health concerns have importance relative to other life events and

influences. Recall that Hugh Roberts said that what is happening to their

daughter is the worst thing that ever happened to him in his life. At the

same time, family life at their house progresses in an endless array of

activities and tasks related to all members' needs and interests, and family

needs. The chronic condition and its outcomes are important, but daily life

goes on, incorporating chronicity along with commitments to helping the

children develop as good sisters, being good neighbors and friends,

improving the house, and fulfilling other valued family functions. In

comparison, the Ralstons, who say their daughter's heart condition is not

altering their activities to any significant degree, work to keep the knowledge

that she must one day undergo open-heart surgery in a perspective where its
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psychological effects do not disturb their day-to-day functioning, particularly

as it concerns David's development.

A great deal of parental work is expended in trying to put the chronicity

in perspective, not over- or under-emphasizing it in relation to other aspects

of family life. (For a sample of coded data demonstrating family level

balancing and keeping perspective at the member level, see Appendix H, pp.

293-294). For example, parents frequently noted that it is important to hold

the view that the ill child is a child first and has a chronic condition only

secondarily. Although I had previously thought that this was rather a truism, *

I was surprised to be informed directly and indirectly by parents in this study

that this is a significant, oft-quoted belief they continue to hold after the

initial diagnostic period, and that it contributes to their "keeping perspective".

Parental concerns about keeping the chronic condition in perspective are

exhibited other ways: there is an attempt to balance the needs of well children

versus those of the affected child (when there is more than one child in the

family), of the children's need versus the adults' needs, and of the affected

child alone (for example, safety needs of a particular car seat versus

developmental needs to look out the car window [01/4/6/1]).

Conversely, parents acknowledge the importance of the chronic

condition to their affected children in shaping their development and

personality. They know it also affects them as parents, any siblings, and the

family as a whole, for it requires more focus, such as effort towards discipline,

protection, and advocacy. Attempting to gain perspective is evident in the

weighing-out of several factors: "Then you try and weigh the pros and cons"

(01/10/72/15). The child is who she or he is because of the disability, but the

negative and positive outcomes of this must not be unduly emphasized in

overall family life. Indeed, parents in each family in this study had worked
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out a perspective specific for them, rendering the importance of the chronic

condition relative to other aspects of their family life. The Lobbans consider

their twins' asthma to be very important; it colors many of their activities

within the nuclear family and with friends, work colleagues, and extended

family. For the Holbergs, with a court case related to their son's head injury

coming in the near future, the handicap has a prominent position as well.

For families such as these, the condition has more "weight" in the

perspective; for families such as the Ralstons, it has less. When it is less,

other family work receives proportionately more effort, such as the

management of David's behavior difficulties. To each, this is their unique,

preferred perspective.

This relative weighting was not articulated per se; it was evident in

individual and group behaviors and verbalizations, and as family activities

and interactions were observed and discussed during the research. Further

examples may be helpful. One way parents reflect their perspectives on

things is in their plans or accounting for the future. For example, Jimmy

Kalousek's parents spoke of his adolescence and his eventually assuming self

care; Barbara and Bruce Ralston talked of life after Annie's heart surgery and

her prospects as a school-aged child; and Aarin's mother talked of her

daughter's taking over her own stretching and massages as a teen and an

adult. Childhood and the chronicity now has perspective within the long

term. Sibling issues are another example; parents with more than one child

raised concerns about siblings being "lost in the shuffle", that there was not

enough quality time with well brothers and sisters. This illustrates the desire

to keep the chronic condition in low enough profile to de-emphasize it for

siblings' growth and development, an aim that is hard to achieve among the
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demands of caring in chronicity situations. The ideal would be to provide

fairly and evenly for all members' needs.

Several parents talked of possible future medical breakthroughs that

might change their child's life, such as a "cure" for cerebral palsy or Islets of

Langerhans transplants and revolutionary break-throughs in diabetes

management by the turn of the century. Simultaneously, parents had learned

to be skeptical, to bide their time about hopeful futurology claims in the

context of day-to-day life in the present. The Roberts did not take their

daughter to Hungary in response to a break-through claim in CP

management, and the Kalouseks doubted that non-invasive blood glucose

monitoring would perform as initially claimed (which was subsequently

borne out after months of waiting for the results of clinical trials). This is

keeping one's hopes and dreams in perspective with the realities of every-day

life.
-

If trying to remain realistic is one method of achieving some perspective,

so is skepticism. The following passage illustrates this aspect of keeping

things in perspective. Hugh Roberts thoughtfully (and uncomfortably)

described how his skepticism, learned through experience, keeps him from

becoming overly hopeful, then disappointed. It offers him emotional

protection, so he does not "waste" energy that could be used for something

else. The specific topic of this excerpt was the possible future outcomes of the

new treatment regimen begun for Aarin in Toronto (it had been suggested

that she could be walking almost unassisted in 18-24 months). I have deleted

my "uh-huh" prompts from this passage as well.

F: And I, I am skeptical about some of the things that they're
saying.

R: Oh, are you?
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F: Yeah, only because after four or five years of, of watching her,
our girl, and, uh, talking to the therapists and the doctors, and,
you know. I guess I'm from, uh, Missouri as they say, you know.
And, uh, and I guess it's the same old thing, you don't want to get
your hopes up too high. Um, and I mean, I hope this, um, this
new thing will work, and I think it will, (sighs heavily) but at this
point and time, whether in eighteen months she's going to throw
away her walker and her braces, etc., well, you know I don't know.
That's maybe too—expecting too much. And I, and I can see this
kind of thing going on for a long time, you know, like three or
four or five years and maybe even this kind of thing for the rest,
for the rest, uh, of her life.

R: Wh—what kind of thing?

F: Well, this, you know, the therapy and, you know, that kind of
thing, and, um. But again, you know, if it works, and whatever,
that's great! But, um, I guess part of it is just that I don't want to
get too excited.

M: Yeah, yeah.

R: Well, you're a little bit from Missouri, all the time, when—
You've expressed yourself like that to me before.

M: What does that mean?

R: It just means, um, that you're skeptical

F: Yeah, you're a skeptic, that ... I don't believe it, I don't believe
it until I see it. (M: Oh) So I'm from Missouri. And when I see it
then I'll believe it but other than that I, y'know (trails off)

R: I used to know the root of the expression, somebody told me
and I've long since forgotten it.

M: I've never heard it before.

R: Really?

M: From Missouri, no, you're from Estavan.

R: We need a Canadian equivalent, y'know.

F: We're from Flin Flon.

M: Well I think, I think you're at a disadvantage in not having
been there (at the Toronto clinic).... I can't really say that I've
pinned my hopes on it. I must admit, I mean we're not talking

* *
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about it with people; I don't even think about it. You know, about
this eighteen months. I mean it, I can put that thing on her (a
muscle stimulating device) and I can massage her—maybe I'm brain
dead, but I don't even really think about that.

R: It's already routine, is that what you mean?

M: I think so. Yeah. It's just another part of something that we
do for her. (01/10/73/43)

This passage demonstrates more than the obvious value of the father's

skepticism in terms of helping him keep things in perspective The

skepticism shelters him from psychological discomfort or pain, de

emphasizing it that so other aspects of life can be given their proper

proportion. In addition, this quotation demonstrates both parents' use of

humor to relieve the uncomfortable, "heavy" affect; this is a perspective

rendering gambit as well, to try to lower the discomfort raised by the subject

and bring it to where it is judged more suitable—serious, but expressible.

What's more, Sally's reply to her husband's concern (she reached out and

touched him as he spoke) was supportive of gesture and idea, for she added a

statement about her own method of keeping her hopes for the outcome of the

new treatment in perspective: pushing it to the back of her mind where it

does not preoccupy her, so she can get on with the tasks and responsibilities of

daily activities. Both parents were acknowledging that it is important to keep

the meaning of their daughter's chronicity in an equitable perspective with

other significant aspects of family life, and each offered a way in which she/he

did this.

Keeping things in perspective in the presence of a child's chronic

condition may be perceived as easy in some families and more difficult in

others. As mentioned, the Kalouseks feel like they're working on it every

day, keeping the diabetes (the disease) in control and getting control of the

import it carries in family affairs, not getting things skewed to the degree that
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they forget that Jimmy is a developing child first and that the diabetes must

stand behind that. For couples such as the Ibbetsons perspective is easier.

When asked point-blank about how the effects of chronicity are managed in

their family, Harald replied that his wife did it all. When she was asked, she

explained that stuff just got done, that they all helped, and it was easy because

Michelle is such an outgoing child and Tabatha is "easy" as well. To illustrate

(my minor prompts deleted):

M: It's part of our life. It's just something we dabble in (chuckles)
if you know what I mean, you know. We know a lot about it and
we have to. But I think too, um, that what I think is really neat
about, about having had this happen to us is that, um, not the way
Some people have become more tolerant or more compassionate
towards other people with special needs children. But we've
become more, more aware in a way of how to speak to people with
problems like that instead of being condescending and, and I like
being able to say this myself, "Have you tried such and such and
such?" You know, being a person with some information. --

R: 'Cause you really know.
-

:

M: Yeah, yeah and I like that. It's instead of being a victim, you
know, you turn it around to make it positive.

R. To your advantage.

M: Yeah, make it an advantage. We really are very lucky.
Michelle is a very mild spina bifida; she has meningomyelocele,
which is the worst form of it, but she, herself, is a very mild spina
bifida. There's no retardation, there's minimal learning
difficulties, she's relatively mobile and will continue to be
probably, you know, for the rest of her life. And she's an
extremely independent and outgoing child anyway.

R: Yeah.

M: Yeah, I've met a lot of other spina bifs, and a lot of them are
not outgoing and—

R: Reserved.

M: Yeah, oh extremely so, painfully shy, and

R: Feeling different.
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M: Oh very, very. And Michelle doesn't. And I think it's her
personality. (05/2/71/15)

Laura's matter-of-fact perspective is demonstrated in this passage—"we just

do it". But note how a theme she was continuing at the outset of this

quotation (about how important it is for parents to be knowledgeable about

their child's condition) becomes an expression of her perspective-keeping

technique: she sees the positive in what has happened. This makes it easier

in her family, since they have the resources and support to manage and adapt

successfully, to maintain perspective, to keep Michelle's disability in the focus

she thinks it deserves. It has changed their lives, it is central to their lives,

but the advantages weigh in and "even out" the disadvantages. In this

family, the disadvantages are not focused on as they are in some families in

the study. The Ibbetson members all think the others are doing well; the

parents in particular attribute their success as a family with a long-term

health problem to strengths in each other.

The Ibbetsons' resources and support raises the issue of how firmly or

tenuously a "perspective about things" may be held in a family. Some

families' perspectives about the chronic condition are more volatile or

changeable and some, like the Ibbetsons, are quite stable. Generally, the study

families do tend to hold stable, less changeable perspectives; perhaps their

ability to participate in the research is a reflection of this. That is, keeping

things in a given, "acceptable" perspective may be fostered by certain

conditions, such as better financial and other instrumental resources, more

social support, strength in the marital dyad, specific characteristics of the

affected or well children, or characteristics of the health problem and its

management. Highly technical home care or severe behavior disturbances in

the affected child are unbalancing factors; they make it much more difficult to
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"get a perspective" on the logistics of every-day life. To return to the example

of volunteering to participate in research as an indicator of a more stable life

perspective, it is interesting that there were no volunteers to this study from

families whose situations with pediatric chronicity were like those just

described. Such situations are so difficult for parents that volunteering for

participation in a research project is out of the question because of the

additional strain it would introduce to the family (Bonnie Langland, personal

communication, May 29, 1992). Further support for the point comes from

the refusals and one early withdrawal from this study, which reflected the

conditions under which a stable perspective about the condition is less likely:

one family are on social assistance; one mother reported herself to be poorly

supported socially; others mentioned the presence of other significant family

stressors such as an acting out teen, marital distress, and their affected

daughter's pending major surgery; two mentioned lack of control of the

condition, and three cited the presence of unusual time or physical demands

on family members, such as threat of job loss, recent or pending job change,

and over-extended adolescents (Christmas play rehearsals, plus swimming

practice, dance practice, etc.). Keeping perspective is easier, obviously, in

optimal conditions around the family and the chronicity. It is always a

struggle, but some families seem to attain some sense of having things

balanced out, within certain parameters, and some do not feel that control

(like Linda Norman).

In summary, keeping things in perspective, or in this case, keeping the

child's chronic condition in perspective with all other aspects of family life, is

seen as the outcome of a set of processes directed toward a unique equilibrium

for each family. Primarily, these are parental processes, though children's

efforts are also directed toward keeping things in perspective, or making life

º

**
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livable. Obviously, what is considered acceptable to one family is quite

different for another. Perspective develops with a sense of having the

chronic condition, along with all other aspects of family life, in a balance that

allows for a limited sense of stability and control. When the limits are

overrun, the result is discomfort because family life is not what it "should" be

compared to the desired standard. Parents acknowledge that this standard is

their own, an aspect of the "new normal" they work out with experience

living with chronicity. But they strive for perspective, a sense of comfort and

harmony incorporating the bounds of the condition and its management.

Parents' work toward achieving a sense of perspective gives context for

the three major processes of the following discussion. Some work is easy for

parents, and some of it they associate with the maintenance of "typical"

family life. Some, however, requires more physical and emotional energy,

testimony to the extra demands of living with a chronic condition in a child

who does not yet share any or much of his/her own care. The next sections

explore parenting in terms of "doing our best", monitoring, and managing,

all directed towards making life as "livable" as possible within the confines of

chronicity. In each of these, the emphasis is on parents' individual responses

to living with the chronic condition. And what about the children? Under

the umbrella concept of keeping perspective/making life livable, I found that

they, too, have their unique contributions to make. Some of their efforts are

discussed in the final section of this chapter. Interactions with the health care

system, a significant part of the work of being a family with a child with a

chronic condition, is discussed as an aspect of parental managing processes,

although children certainly have work related to this as well.
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Doing Our Best

It was not the purpose of this study to compare parenting the chronically

ill or handicapped child with the parenting of typical children. As became

evident during the study, it would not have been important to do it, since the

participating parents do it themselves. They have clear views about both

what parenting is in general and how parenting is for them in comparison.

Since little is written about normal, everyday parenting (Walsh, 1982b), the

findings here offer some insight even though the descriptions of parenting

typical children are inseparable from what overall parenting is like for those

in this study. This introductory section simply describes what parenting is for

the study parents, always of course in the perspective of living with the

chronic condition.

We know from earlier quotations (pp. 155 & 156) that one aspect of these

parents' definitions of being good parents is that they "stick" with one

another and with the condition. They "hang in there" with the cards they've

been dealt and do their best under the conditions of chronicity. "I'm doing

the best I can" (04/3/53/8). "Well we try hard" (04/2/32/404). They take

parenting seriously and think it requires both innate and acquired skills. The

Roberts, Ralstons, McKenzies and Kalouseks have all taken courses in some

aspect of parenting or dealing with their child's condition. They read books,

watch other parents they come in contact with, ask questions, and talk about

approaches and values between themselves. They consider it a job:

F: 'Cause we want to be the best parents that we can....

M. We sure know that you don't [innately] know how to do it....
Neither of us felt we were parenting wonderfully and we knew
that a long time ago and it, you know, at first you're in such a
honeymoon phase. I remember telling my sis, "Isn't it wonderful
to be a mother?" and she looks at me and— Like she's younger
than me but she's got kids almost teenaged so she married earlier.
She looked at me like— She really doesn't feel that way. I think
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she would have preferred to have been a free person or no kids.
She really doesn't feel that way.

R: Oh, there are times—

M: Yeah, well I don't see my sis really having a lot of joy in
parenting but she never really has. She prefers to be a worker.
And I still feel that, but it's more of a challenge and you have to
remember how wonderful it is that you have these wonderful
little children there and that they are children and— But it takes
work, you need skills and we didn't have them so we try and get
them. I read a lot about it. In fact in nursing if I had spent this
much time reading journals—

R: Would you have been a star?
-

º

M: I would have had a Ph.D. for heaven's sake. I mean I'm

reading all the time. I don't—I hardly read anything for
recreation; everything I read is related to my job.

R: And parenting which is— You mean your parenting job.

M: Well, my job as parent, you know. (02/3/40/7)

Although Brian felt his wife exaggerated about never reading for pleasure,

this interchange between the Ralstons illustrates how conscientiously they

take parenting in general. It is a responsibility; it takes time, requires effort,

skill, and knowledge. The challenge is given perspective by the outcome:

derived pleasure in the children's development, in this case by comparison to

a relative's attitudes.

Parenting is hard work, however. You have to be committed to it. One

consequence of being parents is having less time as a couple, to enjoy each

other and adult pursuits such as sleeping in, going camping alone, or going

out without regard for sitters and all that entails (e.g., earlier return home

and cost). Another obvious outcome is monetary, due to the down-sizing of

the amount of time two parents can give to the paid work force. As already

mentioned, this affects mothers more than fathers, as their role with the

children is judged more important. This was the case in both the more
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traditional (such as the Sandhers, Neares, and Ibbetsons) and less traditional

families (such as the Roberts, Kalouseks, and Holbergs) (Hochschild, 1989).

Satisfactions previously associated with paid work must be replaced with

those associated with proportionately more (unpaid) parenting time.

This raises the issue of sharing the work of parenting. In all the families

in this study paid work of both parents was affected by the extra load of

parenting in general as well as the extra requirements of caring for a

youngster with a long-term health problem. All parents adjusted hours of

paid work, the amount of time spent at work, or where they worked (at home

or close to home). Four of the ten mothers did not work outside the home

(and one was on maternity leave and unsure what the presence of the new

baby would do to her plans to return to her employment) primarily due to the

extra demands of the chronic condition within the context of parenting in

general. All the rest worked part-time. No matter what the paid

employment arrangements were, all the fathers in this study shared the work

of parenting significantly. Even in the very traditional Sandher family,

where child care is an expectation in the female parent's role, the father did a

substantial amount of parenting (partly because he was off work during the

study period due to a leg injury), spontaneously interacting with, monitoring,

and initiating his children's activities and care. He helped make rules,

reinforced them, and supervised their being upheld. Hugh Roberts, whose

flexible job allowed him to work at home a great deal, could be termed a co

parent with his wife; they seemed to spend equal amounts of time in

parenting, although there were agreed-upon areas of specialization. They

cared for children both together and separately. Both parents cuddled,

dressed, read to, and disciplined the children. Sharing the parenting includes
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supporting each other, sharing the worry, compromising, sharing the

decisions, and having similar views about the children.

As demonstrated in the last chapter, an element of doing our best is

believing things will work out, trying to remain positive. An outcome of

having a hopeful stance is that parents are ready then to allocate additional

resources to staying motivated, to being assertive, to turning an extra stone if

one should need to be turned. This is demonstrated in this passage as I

probed for clarification about what doing their best meant for the Roberts:

R: And I've heard you two say basically the same sort of thing,
y'know, that you're striving for the best for your children,

M: Yeah.

R: Whether it's typical Katie or a little-bit atypical Aarin, you
know. You're going to go for the best you can for your kids.

F: And that's why you've got to keep, I don't know, searching for
these things because something might, might work, you know,
some of them won't or might not, but

M: Yeah and even ours might not, I mean

F. But what else can you do? (R: Uh-huh.) Than just hope for
the best, you know? And then, then hopefully in the long run it
will all sort of add up, it will all help. (01/10/71/38)

These parents are willing to keep trying for something better in their

daughter's management, always hopeful that something might improve for

her, for them, and for the family. They said that they see all their efforts as

additive, "a sort of building thing", adding that their efforts were additive to

health care professionals' efforts as well.

Responding to what seemed to be the common characteristics of those

who agreed to enter this long-term research experience, I elicited from most

parents a summary of what they thought they had that contributed to their

doing their best and succeeding with "good parenting". Some of these
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characteristics, gleaned either verbally from parents or observationally are: a

positive or generally optimistic outlook, confidence in their parenting and

other abilities, willingness to working hard to gain knowledge and skills

about children in general and the chronic condition they have to cope with,

"good" marriages, resources (even though some of these families have

modest means), ability to make decisions, and pride in their parenting. These

parents support each other for the most part, and promote their children's

well-being through coordinated efforts, even though this often requires extra

effort, over and above what typical parents would do. They are practical and

oriented more to the present than the future or past. Often they attribute

their success to characteristics or abilities of the other parent or positive

attributes of their children.

What sorts of things did the parents in this study do? Their parenting

activities and intra-familial functions and roles may be grouped into three

main sub-categories: nurturing/loving/protecting, promoting growth and

development, and facilitating family functioning and interactions. In order

to be concise, the following paragraphs are simply descriptive.

Nurturing/loving/protecting. Among many other things, parenting

entails nurturing, teaching, guiding, planning, doing, caring, protecting,

providing for, and loving. Much of this is by definition unconditional,

especially when children are young. The data for this study are full of

examples of these typical aspects of parenting. There was evidence in every

family of physical affection and emotional warmth. The Roberts and

Kalousek parents missed each other and the children when they were apart.

They demonstrated and expressed how much they liked as well as loved their

children, and admired certain characteristics that they had, such as humor,

tenacity, intelligence, determination, and so forth. They understood their
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children quite well and accepted them, foibles and all (such as David

Ralston's boisterousness and moodiness and Aarin Roberts' fatigue-related

crankiness). They were proud of their children's accomplishments, at school,

at play, or in therapy.

The parents provided for and ensured adequate eating, sleeping,

housing, and clothing, whether modest or generous, depending on their

means. There were rules that helped keep the children safe, and parents took

supervision seriously, no matter how busy or tired they were. For the

disabled or handicapped child this sometimes meant rules or activities to

protect him/her from playmates and siblings, such as too-rambunctious play,

walker or crutches safety, or tempting contra-indicated foods. They taught

their children about the every-day world and how to get along in it: "Cheese

helps you grow strong." They set expectations for their children's behavior

and disciplined when these expectations were not met. As appropriate,

parents lost their tempers and showed frustration with their children as all

parents do.

But for these parents of children with long-term health problems there

are additional overlays. As has been described throughout the categories of

working things out, there are additional tasks. There is additional worry.

There is additional concern about siblings, the ill child, each other, and the

marriage. There are additional concerns in nutrition, for clothing, about

housing, for socializing, for schooling, and for most elements related to

"normal" parenting tasks and responsibilities. For example, often parents

need to advocate for their children to not be over-examined during health

care encounters or to advocate with agencies for health-promoting equipment

or supplies, such as diapers in myelomeningocele or a tricycle for CP. For the

Roberts, added to the usual protective responsibilities of parenting, there was
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occasion to need to protect Aarin from exploitation outside the family when

she was sought for photographs as the "disabled child" for advertising

purposes because she is so attractive (and, her mother felt, more

photographically appealing than some disabled children [01/4/17/19]).

Promoting growth and development. There are literally hundreds of

examples in the data of parents promoting their children's growth and

development as we expect most young families to do (Combrinck-Graham,

1985; Duvall, 1977): talking at an appropriate age level, having

developmentally appropriate expectations for behavior, exposing children to

experiences that foster their acquiring new skills and knowledge, and

accepting and challenging children's abilities. Parents demonstrated

understanding of their children's physical and cognitive abilities in order to

promote self esteem, for example, by giving positive feedback on

accomplishments such as artwork, lawn mowing, building Lego", or putting

together a toy. Children had jobs they had to do and things they were

responsible for, chronic condition or not. In response, the children in the

families in this study, for the most part, are confident, happy, energetic and

accomplishing their milestones within reasonable expectations (e.g., the *

effects of Derek Holberg's brain trauma altered behavioral expectations).

These parents enjoyed their children, laughed with their children, and were

respectful of them, allowing for developmental level. To cite an example,

Barbara Ralston, when her son requested water for his toy teapot to "serve" us

all tea during a visit in their living-room, said "Let's not have real water,

Dave. We can pretend" (02/1/7/21). Rather than being authoritarian, she

deferred to the developmental level of his request. Sometimes parents'

patience was remarkable. One incident I observed between Sally and Aarin

Roberts, was a good example. With Aarin exceptionally tired and irritable,
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her mother remarked on her improper, inefficient attempt to seat herself to

do some art work (she has a child-level table and chairs, outfitted with

everything she might need within easy reach so she does not have to re-seat

herself too often). Her mother noticed her difficulty immediately, gently

reminded her how to do it correctly, without anger, and with great patience.

She then set Aarin up for success, both in seating herself and in her desired

activity (01/4/5/11).

These parents were attentive to promoting developmental milestones

for their children, affected and well. However, the needs of the special child

quite often require special considerations. The provision of special

equipment, as just mentioned, is common. Parents frequently show a great

deal of ingenuity, "necessity being the mother of invention". In addition,

they were consciously aware of providing for "typical" challenges for their

affected children, such as encouraging them to push the buttons for elevators,

answering the door, praising artwork despite its obvious inadequacies. Many

attempts were made to include the children in as many aspects of family life

as possible. For example, "Now did you tell Jinny our problem?" (they had

lost the hampster they were baby-sitting for the neighbors). Pre-verbal Katie

chatters out the "story" at the same time as Aarin, who volunteered: "We

can't find it" (01/10/2/26). In this, both children were encouraged and given

the responsibility to inform the visitor (me) about a family event.

To be developmentally sensitive, parents needed to learn about

development, and were often conscientious in doing so. Books, magazines,

fellow parents, and (rarely) health professionals were the usual sources. They

interpret this as an expectation of typical parents; for those in the study,

learning about their child's chronic condition is piled on top of their special

work.
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Interpreting child behavior is an aspect of typical parenting. Study

parents felt, however, that they must frequently interpret both typical and

chronicity related behavior for others: relatives, friends, health professionals,

teachers, strangers. Sometimes they need also to interpret for a sibling or a

spouse. In reverse, they also expend effort in interpreting the world for their

children, explaining how things work, why they have to go to clinic, why

people stare. Information for children needs to be developmentally

appropriate: "There are six more sleeps until the end of your treatments".

Parents are like information conduits, for people of all ages and all degrees of º

familiarity. This requires a great deal of flexibility and adaptability as well as

developmental sensitivity.

These parents feel they need to be good models for others, models for

their children and relatives and sitters at home, for example, and for strangers

in grocery stores, teachers, therapists, physicians, friends, and parents of their

children's friends. They need to be more conscientious about promoting

growth and development than typical parents. They have more to do in

promoting the ill child's self esteem. They have extra factors to consider in

discipline, and it requires more thought and effort to help especially the

affected children stay parallel with their peers. For example, with the "high

profile" allotted to the Easter Bunny, Virginia Kalousek made a lengthy trip

to a special chocolate manufacturer in order to get Jimmy some no-sugar

Easter eggs.

Facilitating family functioning and interactions. The third area of

"normal" (yet exaggerated) parenting evident in the data from this project is

the promotion of family functioning, or establishing and maintaining family

activities and relationships, both within the family and between the unit and

the environment. Parents in this study established, modeled, and enforced
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ways of accomplishing their implicit or explicit notions about family life, such

as routines, rules, interaction patterns, responses to input. For example, all

parents provided information about their house and why they lived where

they did, why they were in that particular house, and its advantages or

disadvantages for the family and the affected child. Many had made

structural adaptations to the house because of the chronic condition or

because of children in general, and most had decorated at least part of their

house with children in mind. Only three of the ten houses had "formal"

living rooms without influence of children; in other words, practicality was

emphasized in deference to childhood.

My home visits provided many observations of parents' roles in

maintaining family functioning at such times as meals, getting up in the

morning, and bedtimes. I observed rules in action, and parents and children

told me about them, either directly or indirectly. Sometimes I heard

independently about both children's and parents' interpretations of routines

and rules: Aarin Roberts (age five, about going horseback riding): "Mummy

makes me go when I don't want to" (01/4/3/34), and Michael Neare (age 11),

on the topic of family rules that came up in private conversation with me

about something related, said that they used to have a chart for their chores,

though they don't any more, and was disarmingly graphic about how

relatively angry each of his parents became if he and his brother provoked

them (06/2/14/43). For the most part, rules and routines that parents

established were developmentally appropriate and fostered the smooth

functioning of family affairs, such as getting off to school or work in the

morning, ensuring enough rest and sleep, or providing for adequate

nutrition. They provided members with the structure, comfort, and

reassurance that most aspects of family life are predictable and manageable
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and that people will act and interact within a range of possibilities in given

situations.

Parents' role in facilitating interactions can be broken down into two

broad groups: those within and across the family boundary. First, there is the

work associated with maintaining the spousal relationship. The generally

high value and effort among study parents toward trying to maintain good

communication of facts and feelings was mentioned with the family

managing process of the last chapter. These busy parents found that talking

about all they wanted to was a difficult ideal to attain. Between parents,

interactions I observed were primarily of the functional variety (details about

family routines, activities, and events) and of course, shared story-telling.

º

Couples differed greatly, presenting a broad range of styles, but all study

families were fairly facilitative communicators, with the exception of the

Nelsons, where Elaine's hearing impairment made communication very

difficult and therefore quantitatively and qualitatively different. In this

family, non-verbal communication was heightened; Linda sometimes

seemed able to sense or know (perhaps by long-practised pattern) what her

mother needed. Interaction in their dyad and between grandmother and

grandson was minimal. Assumptions, past patterns, and routine worked for

them. However, with the generational difference and this block to

communication, it was difficult for Linda to clarify and explore value-laden

material, which may have contributed to her sense of isolation and lack of

support.

Among the couples, interaction I observed was generally respectful and

trust-based. Differences of opinion that came up in my presence were

handled directly and dropped. These were primarily of a minor nature, so the

data do not provide insight into the handling of major differences. In telling
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about their family life and about the impact and meaning the chronicity had

for them, couples' styles varied. Among the study couples, the mothers were

generally more verbal, and fathers' contributions were quantitatively less,

though qualitatively significant. Husbands participated actively and attended

well in conversations with me, but simply spoke less. Exceptions were the

Sandhers, where his English and comfort in the dominant culture due to a

longer period of immigration to Canada made it easier for the father to talk

with me about their family; and the Lobbans, where Bill and Jenny were

equally verbal and expressive, and as mentioned earlier, would even

complete each others' sentences. Those conversations I sought with fathers

alone progressed easily with one exception; fathers talked with few prompts

on a one-to-one basis. (The exception was Harald Ibbetson, who is a quiet, less

expressive man, more comfortable talking about his businesses than about

more affect-laden topics, such as the family effects of his daughter's disability.

With his wife present, he talked more about chronicity issues.)

With their children, parents' interactions were more varied, primarily

due to differences among the families in the children's developmental levels.

With their toddler and preschooler, the Roberts were expressive, outgoing,

and straight-forward. As mentioned, humor was used a great deal by these

parents in communicating with their children and each other. The Ibbetsons,

on the other hand, whose children were only a little older, tended to more

functional, directive interactions with their children, encouraging their self

expression somewhat less, though they were warm, loving, and caring with

their girls. Both these families illustrated the value of non-verbal

communication with children; there was lots of physical contact (from active

play to cuddling) between parents and children. This was less apparent in

some families, again perhaps a function of the children's age. The Neare boys



188

and Lobban children were more physically active and independent, and less

touching was evident between parents and children. Here conversations

with children emphasized the functional, and those I observed were more

directive and encouraging of the children's activities rather than taking part

in them.

In interactions, parents are often interpreters: of the world for their

children, of their children's behavior for their spouse, other children, people

outside the family, strangers. Parents interact to inform, to compromise, to

mediate differences, to consult, to teach, to promote relationships among

members and between members and those outside the family. In

interactions, the study families were like typical, well functioning families of

similar developmental level. Rules had been established and were operating;

limits were set and required enforcement. Dependent little ones make

interaction simpler for parents (such as the Holbergs); increasing age of the

children renders interactions more complex. The presence of a chronic

condition may affect the number and content of interactions rather than their

basic nature. Because families who have a child with a chronic condition are

busier, there is more opportunity perhaps for breakdown in communication.

Consequently, it takes extra, conscientious parental effort to facilitate

interactions in their families in order to assure smooth family functioning.

These efforts are, like so much of parenting the child with a chronic

condition, added onto an already long litany of parental tasks and

responsibilities. The study families value good communication; it is simply

harder to attain the ideal in the light of all else that is going on in their

families. The desire for and skills of facilitative family functioning and

interaction are present; it is just difficult to maintain a consistent standard.
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Parents are affected by their child's condition, as this father said: "As she

starts getting better and better,... I'll be going up too" (01/10/77/29). The

reverse is also true. The study parents are doing their best to parent well and

to promote their children's and family's functioning and development. The

health concerns of well and affected children are an integral part of their

efforts to foster optimal family functioning and interaction. They work hard

to nurture, love, and protect their children and each other, and to promote

individual and family development. They take decisions that they feel best

promote the quality of their lives, and try to work out what is an equal share

of the work for each family member. The adults in this study manage this in

addition to their functions as typical parents. Generally, they feel they are

successful: "As far as I can see we're helping her live up to her potential at the

moment" (02/3/57/12). At the same time, they report fatigue, worry, and a

sense that life is over-full for them. They were "not dealt a good hand", but

they are doing their best to make the most of it, trying to maintain their

perspective(s).

Monitoring

All family members seem to possess or develop a "sixth sense", a "radar"

for information pertinent to the care and management of the chronically ill

child. Siblings and parents alike know to clear doorways for the handicapped,

pick up items that are on the floor that could hamper safe mobility, reach

things for someone who cannot maneuver her/himself to reach them, watch

out for symptoms that indicate a change in physical status, such as wheezing

or pallor. The affected children monitor themselves as well: five-year-old

Aarin Roberts no longer gets herself into situations she is not able to get out

of (01/11/26/26) and five-year-old Jimmy Kalousek knows when he feels

"pale", meaning his blood sugar is low (04/3/42/39).
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Monitoring includes being watchful of symptoms directly related to the

condition or other family members' behavioral cues. For example, when

Jimmy Kalousek is absorbed in a television program in the morning and does

not respond to his mother's announcement that it is injection time, what

does that mean? It may foretell a relatively uneventful injection or maybe a

protest and fight (04/1/16/23). Members learn to read and interpret such cues

from each other, both related to the chronic condition or not. Of that related

to the chronic condition, some monitoring is directly related and some is

indirectly related. For example, parents monitor their own or children's

fatigue, or the amount and duration of active play, just as typical parents

would monitor whether or not there is enough milk for the family's

requirements. If some children actively play too long, fatigue may affect

motor responses, in turn affecting frustration level and even safety; blood

sugar level or respiratory reactivity may be affected.

In this section, the discussion concentrates on parental monitoring, a

very significant aspect of their work with a child's chronic condition. Parents'

monitoring abilities are much like radar, which automatically scans, is

dependable but not infallible, is invisible, depends on conditions to some

extent, is sensitive to interference from time to time, can be turned on and

off, but is very practical and reassuring. Parents' monitoring is the input

portion of a feedback loop; it is a sensitivity to behavioral cues in others (in

particular, the affected child) that will trigger a response if one is deemed

necessary. As such, it is an integral part of the family processes of balancing,

managing, and adapting outlined in the last chapter. Many of the same

parental skills are essential to all processes. Some parental monitoring

becomes so automatic, it is almost taken for granted; it leaps to full

consciousness only when the input is untoward and needs action. It is in this



191

sense that the parents in this study are different than those studied by Cohen

and Martinson (1988), whose children's lives were threatened by cancer and

who became hypervigilant about their children's health. The parents in this

study have had time to adapt to long-term chronicity, where the trajectory can

be expected to be flatter and the outcome more predictable. These families

live without Damocles' sword. They have relatively long periods of scanning

for the same kind of input; they become adapted to it.
-

The importance of monitoring is often more critical than simply

monitoring the amount of milk in the refrigerator. Importance ranges from

the mundane to life-sustaining. Linda and Elaine Norman must watch not

only what Jeremy eats, but also what all foods contain; one wrong food and

his reaction could be cardiac arrest. This includes the constitution of all foods

consumed in restaurants. When one considers how important fast-food

outings are to the average North American family, one gains insight into

how all-encompassing the monitoring is. Outings like this take on quite a

different perspective as well if the destination has to be previously checked

for wheelchair or walker accessibility and the number of people present,

because feeling stared at is unpleasant for everyone in the family. As well as

scanning for individual cues and intra-familial process/function cues,

monitoring includes a sort of macro level as well. Study parents were

attentive to information about new treatment or management modalities or

new resources, such as the nutritionist with an alternative approach found by

Linda Norman and the Toronto clinic discovered by the Roberts. The health

care system is rarely the direct source of information about resources such as

these; parents' selective monitoring of pertinent input in their immediate

experience is. For this, they have "scanning enhancers", friends and relatives

who monitor on their behalf. It was in this manner, through Hugh's sister in
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Toronto who caught the entry on television, that the Roberts discovered the

important information that subsequently lead to their having Aarin referred

to try a new treatment for her CP.

Parents generally feel they must be continuously and (preferably)

consistently watchful. Keeping track of things is constant, wearying, and

tiresome. The constant wariness saps energy and is part of the reason they

think others fail to understand their perspective. One just cannot understand

what it's like to be a family of a child with a chronic condition unless you've

been touched (or close to it) yourself (01/11/42/38) (Hayes and Knox, 1984;

Lynam, 1987). However, as tiring, tiresome, and draining as it is, giving up

some of the watching or monitoring is difficult for some parents. For

example, one must hand over some of it to others, such as teachers, who

sometimes do not particularly want the responsibility.

Paradoxically, although most parents of chronically ill children feel that

their radar is constantly, ritualistically "on", some parents are able to turn it

"off" at least some of the time. Some parents are able to draw a line at what

should and should not be monitored in the interests of their workload and

family functioning; that is, they learn to monitor their monitoring. An

example is Barbara Ralston's decision to never take her daughter's heart rate.

Some parents give up their monitoring for a little while, say to a trained sitter

or relative while they go out. Sometimes, this is only a "partly-off"; Bill and

Jenny Lobban reported that the first time they were away overnight (in three

and a half years) they called home long distance three times. The extremes of

this ability are demonstrable by one couple: the Roberts. Sally has trained

herself (after five years of night-time waking) to not hear the girls unless they

are particularly persistent in wanting her to wake; they would have to come

to her bed and shake her awake. However, they do not need to resort to
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waking her since Hugh hears them immediately, and always responds. An

additional characteristic of monitoring is related to "on/off": as children grow

older, parents watchfulness can decrease. This is probably related to multiple

factors, such as adaptation and altering perspective over time and with

experience, and the increasing ability of children to assume some

responsibility for self-monitoring as they grow older as noted at the opening

of this section. Fortunately, as they grow older, "life just gets easier and

easier" (01/11/27/42)—in some situations. Cognitively impaired children

such as brain-injured Derek Holberg may require a life-time of constant and

consistent monitoring, depending on how his condition stabilizes. The only

way parents such as his could ever have a break from their monitoring is

through trained respite assistance, fortunately something that is already in

place for them. One thing is certain, the "radar" cannot be intermittent; if it

were, children would develop problems: complications, exacerbations,

accidents, and even death in the case of families such as the Lobbans and

Normans dealing with asthma and anaphylaxis.

In terms of parents' family tasks or workload, monitoring may be

integrated informally with other activities or may be more formalized.

When observing allergic reactions to the introduction of a new food or

monitoring diabetic protocol, observations may need to be written down.

Parents keep records on a wide gamut of different observations, such as

amounts of urine obtained during manual expression of the bladder, blood

glucose readings and food eaten, things told them by health professionals, and

details of exercise or stimulation routines. Rarely are they instructed to do

this by health professionals; they simply work out that this is helpful for their

own need to know or recall events. Records are important to recalling

information necessary for later decisions, and for a sense of security. "You go
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over everything" (04/1/22/33). Some parents, such as Rob Kalousek, feel that

their records may one day be the basis of an important discovery, one that

might help their own child or others. Records also help others, notably

health professionals, whose own record keeping may not be as reliable or

easily accessible. Heights, weights, and test results are therefore duly recorded

by parents, along with dates and times perhaps, and often behavioral cues or

family events that parents feel are significant even though health

professionals may not. An excellent example of this is Virginia Kalousek's

(and many other parents') monitoring and noting her son's teething; despite

the absence of professionally published evidence, teething disturbs Jimmy's

blood sugar readings and therefore food and insulin requirements.

The Kalousek's records over weeks and months of insulin and blood

sugar readings were used extensively during a clinic visit I attended, and were

the basis of a decision concerning the amounts of insulin to be given and

whether or not to proceed from one to two daily injections. Using the

information gleaned during the monitoring process requires, at least on the

part of parents, some comparing of current with previous information, either

for present or future use. How did Jeremy respond to goat's cheese last time

he had it, for example? In fact, information like this must often be at "finger

tips" memory, formal recording is not sufficient or is inappropriate. A record

of severity of asthmatic attack and previous responses to intravenous

bronchodilators may have to be recalled from parental memory during an

emergency admission; old charts cannot be recalled quickly from medical

records departments in the middle of the night, and family records may have

been left behind in the rush to get the child to medical care.

The outcome of good parental monitoring of the chronic condition,

apart from the obvious increase in safety for the affected child and peace of
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mind or a sense of control for parents, may be more positive responses to

families during health care encounters. Because the Kalouseks' graphs of

information were meticulous and clear, the nurse clinician and physician

responded positively and quickly, and the whole clinic visit went more

smoothly. What is more, in the amount of time available to them for their

semi-annual evaluation, they could have more of their questions answered

since they enhanced efficient use of everybody's time. The same is true of

Barbara Ralston's visit with Annie to the cardiologist, and the Roberts' re

evaluation of Aarin by the orthopedic surgeon. Accurate records and parental

ability to provide clear, detailed information to health care professionals

facilitates their children's care and "greases the mechanism" of smooth

parent-health professional interactions.

One characteristic about monitoring and the subsequent use of the

gleaned condition-related information is that judgements must be made

about relative importance. Clearly, not everything parents see is pertinent or

significant; not all information monitored needs to be written down, and not

all that parents know and/or write down about their child is shared with

health care providers. One must keep some perspective between noting

and/or recording pertinent observations and those of little or no significance,

otherwise one would become mired in detail, and overcome with processing

and storing endless facts. Somewhere parents "draw the line"; they have to

balance things out in order that daily life is manageable. This illustrates the

overlap between the processual categories discovered in these data; parental

monitoring is an aspect of all five family processes outlined in the previous

chapter. It links as well to the category parental managing, the subject of the

next section.
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Parental monitoring, then, is a constant scanning "device", a process that

operates almost without parental control. At the same time, it does improve

with experience and knowledge. In this context, it refers to the overt and

covert observations family members (especially parents) learn to make in

relation to the chronic condition and its effects on family life. It may be

tiresome and routinized, yet it protects child safety, enhances family

functioning, and may be life sustaining. Parents do learn to either turn it

"down" or "off", and although it is shared between the adults in the study

families, parents hope and expect that it will be further shared with the

children as they become older and possibly by others outside the family.

Parental Managing

The family managing process is articulated in the last chapter; however,

this study also provided insight into parent-specific managing activities and

interactions. Parents demonstrated and talked about their own strategies

related to keeping family life in perspective, making it livable through

specific things that they can control in order to integrate the chronic condition

into daily routine. Much of the organization, establishment of rules and

routines, handling of predictable and unexpected events, and administration

of family affairs falls to parents. It is parent skills that primarily manage the

day-to-day essentials of living with a child's chronic condition, especially

when children are very young. The work of managing the chronicity within

the context of routine family functioning is highly varied; it encompasses the

physical work of maintaining the house and meeting the members' every-day

needs such as laundry and shopping; the intra-personal work of promoting

and maintaining relationships between members and with those outside the

family; and psychological or emotional work for self and others, related to the

chronic condition or not. Also, as will be expanded later, it incorporates the
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notion of case manager for the affected child, even though not all parents are

cognitively aware of the term and its use. As it is constructed from the data of

this study, it is within the existing context of an already-established "new

normal" worked out by the family. In other words, the focus here is on on

going maintenance, rather than the establishment of new patterns or

processes.

Management or control of total parental workload is an over-all goal for

parents, sometimes attained, sometimes not. As has been discussed earlier,

parents are forced to weigh the relative value they wish or are able to give to

paid and unpaid work. The requirements of their child's condition may be

very demanding, pushing them into compromises about paid employment

that they would rather not make. Derek Holberg and Jeremy Norman are

children whose conditions force their parents to consider family health care

work priority over paid employment. These are not easy decisions, but the

demands of management are such that these parents feel there is no choice.

For Linda Norman, a single parent with two dependents, this gives her very

much lower socioeconomic means than she would otherwise be able to

achieve. For families like these, the children and their care belong to the

"work" category, not a "leisure" category. This focus minimizes the fun and

enjoyment often associated with having young children. On the other hand,

some parents' financial situations are not much affected by abbreviated

maternal employment (which is the situation for every family in the study);

Valerie Kalousek and Gloria Neare and their husbands, for example, prefer

the paid work arrangements they have, and would be in their current

situations notwithstanding their sons' chronic conditions. However, they

would be the first to admit that they personally, and the family as a whole,

manage the chronicity better because of being available for the extra workload
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the condition requires. Part of the decision to abbreviate paid work or flex it

to family work is the difficulty in getting suitable daycare for the affected

child. Unwilling to have the quality of their child's care be less than they

want, it is a better solution to shoulder more of the care themselves,

integrating it with the already substantial load of employment and family

work.
-

Time is linked with the amount of work there is for parents to manage.

Parents who work more or who have more rigid paid work hours have less

time to spend in leisure and with their chronically ill youngster, either to care

for her/him or to enjoy. Managing activities must be meted out over what

total time is available for all the activities of daily living in families. This

presents a balancing act for many parents, is often a constant source of

negotiation in the parent dyad, and is the source of much of the sense of

pressure parents feel in chronic care; it is not only what they must

accomplish, what they must manage, but the amount of time there is to do it

in, given all the demands of modern life in a young family.

Despite the availability of (almost) universal health insurance in

Canada, the costs of having a child with a chronic condition can vary. Costs

in addition to the compromise of annual income were not a big issue for the

study families, but at the same time, incidentals can mount up. Linda

Norman was on social assistance so her drug costs were covered. The

Lobbans had a drug plan for the twins' costly asthma medications, though

they had to "front up" the costs for later reimbursement. Some diabetic

supplies are covered by provincial government home-care schemes, and

special supplies and occasional respite care are covered by another, relatively

new provincial government plan for families whose children are at home

with long-term health problems, such as the Ibbetsons, Roberts, MacKenzies,
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and Holbergs. The incidental costs that mount are gasoline for trips to the city

clinics and centrally located specialists, baby-sitting for well siblings when the

affected child needs to be taken to an appointment, structural changes to the

house (such as air filtration, ramps, etc.), and small things like having to eat

out when one is "in town" at the physician's and so forth.

Parental managing may be easy or difficult, and simple or complex. It is

more often nearer to the quantitatively greater end of these continua than the

lesser. Complexity and degree of difficulty depend to a certain extent on

characteristics of the family, of the affected child (personality, energy level,

intellectual and physical abilities, and preferred activities), but especially of

the chronic condition. Some relatively simple-sounding conditions are "high

hassle" for parents, and some serious appearing conditions are relatively low

in family disruption or "hassles", such as Michelle Ibbetson's

myelomeningocele. Obviously, the more physically demanding or complex

the manifestations of the condition and its requirements, the more managing

work is required of parents. Some conditions are more emotionally

demanding, such as Derek Holberg's head injury, sustained through no fault

of his parents. It is tough for parents to see their children hurting—

figuratively as much as literally (04/2/33/447).

Parents' successful managing efforts are greatly enhanced by their

knowledge. The more they know, the more it helps at home and outside,

especially in the health care system. Knowledge, as Laura Ibbetson so

eloquently said (see p. 133), opens doors. Parents must understand their

child's condition and health care protocols in order to give the condition

meaning, for the management of their own anxiety or stress, for success in

home treatment programs, for paving the way for their child in everything

from play with peers, to school, to treatment groups. The parents in this
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study are very knowledgeable about their children's condition, with the

exception of the one grandparent who is hampered in her learning by her

severe hearing impairment and her age (79). This includes understanding

the etiology, pathophysiology, symptomatology, treatment/management

strategies, and prognosis or trajectory of the condition. Parents are often

aware of nuances of scientific facts and controversies in the medical field.

They are, in short, often more knowledgeable about their child's specific

condition than many of the health care providers they come in contact with.

They are often much more knowledgeable about both the condition and their

child's responses than they are given credit for by health care professionals,

even though this area of difference has appeared in the health care literature

for many years (eg. Knox & Hayes, 1983). Parents described their initiative

and/or aggression in gaining their knowledge and were often proud of what

they understood. Laura Ibbetson said she liked to be known as someone who

knows things, someone that other parents can can consult, someone that

physicians can treat on equal terms (05/3/37). Some parents, like the Roberts,

take their knowledge for granted, as is illustrated in the following passage (my

"Uh-huhs" deleted):

M: Her physio asked us on Friday, if there is anything that we,
that she should now be doing to incorporate what we're doing.
And I said, well, not at this stage, the only things is again, which
they do anyway, is to make sure that her movement is a normal
movement, that they do try to get her like, stepping up steps in a
normal way, not allowing, you know, her feet all turned in and
her knees sort of sunk in.

R: You're not talking about normal for her, you're talking about
how a typical kid would walk.

M. Yep. And of course as the musculature develops, the idea is
that these normal movements will become easier and easier and

easier. So that if Anne [the physiotherapist] is doing this with her,
it's going to be really tough right now. But in another three

d--
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months she might be able to really say this [is working]. ...[content
incomplete here due to turning of tapel

The thing, the ability of the brain to recognize those muscles and
sort of, like, create an in-road into the brain and to accepting that
those muscles now are part of her body and so the more they get
her walking up the stairs, the more they get her doing things with
the muscles that are developed, the more she'll use those muscles
automatically....

F: That's what they mean when they refer to that neuroplasticity,
I mean that's one of the terms they use in their pamphlets.

M: I think it's the ability to create those new pathways and the
brain to recognize [them]. (01/10/67/18)

After five and a half years of observation and work with Aarin at home, and

hundreds of interactions in the health care system, these parents are in a

position to advise others in their daughter's care. The Kalouseks also take

their knowledge for granted, though in a different way; despite their

acknowledging the advantages of their university backgrounds (she is an

accountant and he a PhD-level chemist), they seemed surprised to think that

other parents would not know as much about diabetes as they do.

Working with the Health Care System

Although the purpose of this section is to discuss only selected aspects of
the concept of parental managing, one important arena where parental skills

are most required and tested is in the health care system. The passage from

the Roberts just quoted illustrates the notion of parental case management in

the formal health care system (HCS). To most parents, this is at least a

coordinator role, very much an aspect of managing the condition in the

context of their normal family life. In viewing themselves more formally as

managing their sons' or daughters' cases (rather than expecting health

professionals to do it), they become central to the overall organization of how

and why things are done, and integrally involved in decisions about their
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child's health. They are motivated to know all they can about the condition

and care. They become not only a source of information about their child and

the condition in the HCS, but also a channel for information flow between

sectors in the system. This is necessary because of the complex nature of

health care delivery in chronic care; most study families dealt with at least

three or four different health professionals or departments in order to obtain

comprehensive care for their child. In fact, this in itself fragments care and is

unacceptable to many parents, who must become very assertive in handling

the bureaucracy in order to get the quality of health management they want.

The Neares, for example, absolutely drew the line on the policy of insisting

that families see any one of three rheumatologists at random during clinic

visits; they insisted on seeing the same one each visit. How else can

Michael's care be functionally and consistently coordinated? The case

management role, whether taken on intentionally or not, is very much an

aspect of how parents manage interactions in the formal health care system

and the interface between their home health care and the formal system.

All parents in this study eventually appointed themselves as case

managers. They coordinate where charts will go when, carry x-rays around

themselves, point out significant findings that must be dealt with in priority

order at physicians' visits, and request that specific diagnostic or therapeutic

work be done. One father pointed out how much cheaper it would be for the

health care delivery system if they as parents could just be left to do things

themselves, or coordinate things with appropriate professionals on the

telephone. Indeed, these parents are members of the health care team, even

though they are often not treated as such.

Before expanding the discussion of parents' management strategies in

the HCS, I think it would be useful to have a simple description of how the
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study families view the system and the professionals that work in it. Since it

was clear to all the adults that the study purpose was to understand their daily

life, and the data collection method was largely unstructured, it is remarkable

that so much data concerning the HCS arose. One can infer from this that

interactions with the HCS are a significant aspect of the management of the

condition, even though the bulk of the actual care is done by parents at home.

Sometimes, though (surprisingly) not as often as is commonly held, the

study parents located the present situation with their child's chronic

condition in context with its beginning. In past research, we found that

almost all parents of children with asthma and cancer told the story of the

diagnostic phase of the condition at the first research interview (Hayes &

Knox, 1984; Hayes, 1986). In this study, four couples told the story of diagnosis

spontaneously at the first visit, two told it later in the visit series, and four

such stories have not yet been heard. This may be due to the longitudinal

design, where the on-going relationship with the researcher allows for future

filling-in of the story. However, whether it included their experiences in the

early diagnostic period or not, parents made their views of the HCS clear.

"Our health care system is not up to snuff. It is a system that best serves the

rich and the educated and those who know how to get what they want"

(01/10/86/1). The following list of adjectives describing the HCS was kept

during analysis: uncaring, arbitrary, antagonistic, confusing and self

contradictory, unethical at times, frightening and foreign (especially at first),

intruding, insensitive, tiring, fragmented, frustrating, inaccessible,

overwhelming, inhumane, and threatening. Hospitalizations in the tertiary

level pediatric unit, particularly the initial one, threaten privacy, the couple

relationship, and parental sense of normalcy and control. The noisy,

confusing, indifferent environment provides inadequately for grieving,
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promoting family, parental competence, rest, dealing with parental worries,

or regaining control.

Although parents do report occasional positive and satisfying

experiences, the global picture is one that must be tolerated and something

they must learn to manage as they fight to get the best for child and family

health. Despite this, parents acknowledge how fortunate Canadians are to

have the advanced, accessible, universal system that they do. "We are so

lucky that this, this technology or this knowledge is out there, even for us to

try" (01/10/70/25). They simply wish it responded better to their needs—to

the family's needs. They feel they have to make it on their own within it or

in spite of it (01/10/82/8).

Study parents offered few solutions for the system problems they

criticized, and several of them admitted to being unable to offer any.

Hospitalizations should be better coordinated, from admission through the

entire process. One father suggested appointing one health care professional

(HCP) to co-ordinate, teach, give information, and screen out overload during

initial diagnosis. Attention should be paid to family/HCP fit; when four

physicians are available, why should a family be assigned to one with whom

they do not relate well? Roles of HCPs need to be explained. Introductions of

new people are common courtesy. The system needs to provide parents and

families more time to adapt and prepare, even though it is acknowledged that

this would be costly.

Criticism about HCPs arose from the data as well. Especially at first,

parents found HCPs unwilling to provide them with the information they

needed. Sometimes this is reluctance or lack of decisiveness about telling the

"whole truth", guarding essential information. One father and two or three

mothers called this "playing god". This is anger-making, a great source of
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frustration and alienation for parents. Over time, parents become

disheartened by their interactions with health professionals, who seem to

them to not care, to have become immune and distant, too self-important,

too far removed from real peoples' real problems, out of date, inflexible, and

although sincere, indifferent. One mother remarked that many HCPs

compartmentalize children with their condition, not seeing the individual

child and family (data from other parental stories support this). Also, they do

not seem to see the "big picture" of child, family, and community. Contrary

to what they assume and expect in their mental image of health care

professional, parents feel they do not get the concrete help they want, nor the

hope and encouragement they need to hear to make day-to-day coping easier

and manageable.

However, the study parents were more constructive about HCPs than

they were about the system. The following summary is another list I kept

while analyzing, this one of direct or implied statements of what makes a

good health professional. Often these are stated specifically about physicians,

parents' "mainstay" in the health care system. They apply equally well to all

HCPs and are presented as such. Good HCPs do the following: they

acknowledge and use parental knowledge; they consult with parents

respectfully (as opposed to condescendingly); they try to see the real problems

from the family's point of view; they take responsibility; they tell the truth;

they see child and family as individuals, personalizing their care. This

summary by me of a foregoing conversation and a parent's reply illustrates:

R. But, um, I hear two things here that are underlying what
you're saying. One is there was no— it was done at other
people's convenience, not yours. Like you needed a period of
privacy to regroup, to get control, to have a good cry, to hold
each other, and that, that area of having some private space was
never provided for you. That's the first thing I hear. And the
other thing I hear is it was done on their terms and not yours, so
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it's— Like it's a control issue. Um, you don't get to say when
these people can come and see you, they just come. And so
you— It's out of your control, so here's you adapting to all these
different things and what's more there's this barrage, like a
bombardment, of all this stuff, stuff coming at you, on their
terms not on your terms.

M: They know why they're in there. They know what's going to
happen—I don't. And the little guy that it's going to happen to
certainly doesn't know, you know? Put themselves in the body
and the mind of a five year old child who's never been to
hospital before; it's frightening. (04/1/13/26)

The teaching hospital situation, with multiple visits from multiple HCPs in a

few overwhelming days, presents particular challenges from HCPs.

Professionals would do well to see things more from the family's perspective,

especially to think of how they are viewed by the child, for that is what

parents see and value. HCPs need to provide opportunity for parents and

children to regain a sense of control.

Personal characteristics of "good" HCPs include giving the family

members time and a low-key approach:

I really went into denial, I mean, like I was not having any
[developmental assessment], there was not going to be a public
health nurse involved. It was like, just stay away from me. And
fortunately [the physician] realized I needed to do some adjusting
so he never pushed and that was good. I'm glad he didn't come
on in a heavy-handed position. He just backed off and he wanted
Jeremy in every month. He was gently keeping an eye on what
was going on but he just kind of backed off and that was good
because he let me kind of come around to the fact that he needed

help. (03/1/24/1245)

Good professionals are not pushy, are gentle, talk to parents and children and

listen as well. They encourage parent participation in care, including the

monitoring of the symptoms and progress, welcoming their input, solicited

and unsolicited. They are knowledgeable, pleasant, sincere, conservative, and

interested in children and parents as people. A respected physician is

respectful of parents' time as well as his/her own; parents are incredulous, for
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example, that laboratory findings are not reviewed until during an

appointment, when tests may have been performed weeks prior and results

available long before the visit.

Parents' views of HCPs are of course different from family to family.

Even within the same family there may be different views, so broad

generalizations are not wise. Views are based on experience, facts gained,

knowledge about individuals and situations, built up over time. Generally,

parents are open-minded, and will change their view if appropriate data are

presented. Views of health professionals depend on: parents' initial

experiences in the HCS (including the child's diagnostic period and other

prior experiences, such as with grandparents' or parents' health conditions),

the communication skill of all parties involved, like values, mutual respect

(the HCP's expertise and perceived competence in the field is important here),

and exhibited caring about the patient and family rather than personal

economic gain.

Families whose children have a long-term health problem are more

experienced with the health care system than typical families, and more

experienced than they want to be. Parents learn early (usually in the first,

diagnostic period) where and how to get the kind of information they want.

It takes longer, however, to learn who to trust, how the system works, which

personnel change and who stays the same, and sometimes what different

people's roles are. Parents describe feeling their way at first, then reaching a

place where their child's well-being becomes the most important thing, and

where some aspects of relationships with health professionals must suffer

(such as professionals' views of them) in order that their child receive the

best possible care. There is much controlled anger. Controlled because

parents feel in a double-bind. The system, and certain people in it, warrant
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their anger, but they fear being branded as demanding, uncooperative parents

because it may work against them. People give less to people they do not like

in comparison to those they do like, so to speak. Parents' anger and

frustration is shared with spouses, select friends and relatives, but it is

difficult to be as expressive as they wish, bearing in mind their modelling role

for their children. Generally, parents think that frustration should be voiced

in order to dissipate, but the negative effects present a "you're darned if you

do and darned if you don't" dilemma, as articulated by Robinson (1985).

Parents learn how to manage HCS/HCP interactions with time and

experience. They become assertive and confident in asking for information

and initiating care; "We're just stubborn enough" (01/10/86/9). They know

when a preferred physician does clinic and they book on that day. They seat

themselves in the office to get the best eye contact, having prepared in

advance what they want to say, ask, and get out of the appointment. They get

to know individual HCPs and learn their routines and how to read their

behavioral cues, so they can use those to their advantage. Linda Norman

presented an excellent model of the efficient mother who was able to gain

what she wanted from a physician visit. She behaved professionally and with

genuine respect, feeding into his knowledge. She was articulate, controlled

and demonstrated her own knowledge without being pushy. She came across

as responsible but not threatening She had her information about Jeremy

ready (including behavioral interpretations) and she had an agenda—written

down.

Learning, adapting, and keeping a balanced perspective is a big order for

parents of youngsters with long-term health problems. Their organizational,

managing skills and abilities are tested every day. They do get better and

more efficient with time and experience, given that the demands of
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adaptation do not become too great at any given time. Indeed, if the child's

condition is stable, parents can look forward to an easing of logistics as the

child grows older. However, when the trajectory is downward (as in the case

of Michael Neare) or uncertain (in the case of Derek Holberg), parents are

continuously learning new ways to manage, and new ways to do their best.

They try to keep a balanced perspective in order that their "new normal"

family life provide stability and succor for all the members, to provide for

members' needs in the best way possible as children and family develop

together.

Parental managing strategies are myriad and varied. They are directed

toward keeping family life in perspective, to making life livable for all the

members as much of the time as possible. These are the parental strategies

that control, organize, and get things done. They require physical, mental, |

and psycho-emotional investment, commitment, and work. Although the

study parents report that the demands of managing may improve with time,

knowledge, and experience, managing (like monitoring) needs to be "on"

almost constantly when there is chronicity in the family circle. Managing

interactions and consequences of health care encounters has a dominant

position among parents' work; this section has described some of the study

parents' views of HCS and HCP drawbacks and strengths. Much parental

concern and effort is directed toward advocating for their affected children,

themselves, and a family perspective to health care.

What, then, is the work children do around chronicity issues?

Children's Work

It is difficult to imagine young children consciously creating, having, or

keeping a life perspective—in the process of developing one, perhaps, but
-

being active in the development of such abstract notions is not the way
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developmental theory guides us to think of children's cognition (Piaget,

1967). The following paragraphs are therefore somewhat random musings,

culled from the data of this project, but not yet well-developed as categories of

the grounded theory since their connection with other concepts in the

analysis is unclear at present. In so saying however, there is no doubt that

children have their own roles to play in working things out in families, and

that they are active participants in family actions and interactions. They are

living life as livable. They are accomplishing the work of childhood: growth

and development through play and other experiences and genetic

predetermination, whether they have a chronic condition or are affected by

one in a sibling.

The data for the following ideas come primarily from my own

observations and from parents' reports. Sixteen of the 21 children in the

study families were under seven years, the age when Piaget (1967) says that a

child becomes able to perform concrete mental operations. Therefore, these

pre-operational children could not inform me about their families using

mental operations, even concrete ones. Many of them drew me "pictures"

about their families, either at my request or their parents'. Sometimes they

would refuse or scribble, or draw something silly. Only a few of these

drawings are interpretable in terms of family content; they are simply what

one expects of three to seven year olds: people with appropriate body parts.

Usually the correct number of people are shown in the artwork, but proximity

and color do not really lead to anything conclusive. Mostly, the children were

experimenting with the media provided, often using the task to take off on

something from their own imaginations.

Between seven and 12 years of age, children are not able to think

abstractly or see another person's point of view. Therefore, the five older
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children were really able to talk with me about their families only in concrete

operational terms, such as telling about incidents, activities, and family

routines. All five older children evaded the request to draw their family; two

thought the task was not "cool". (Perhaps these children will comply with

my request when we get to know each other better as this project goes into its

second, longitudinal phase.) Much more could be inferred about interactions

through observation than could be gleaned from "interview" in both age

groups of children.

Children with Chronic Conditions

Having a chronic condition shapes and limits children's experiences.

Recall Sally Roberts saying that Aarin is who she is because of her handicap.

Her walker and other modifications to mobility are as much a part of her as

are Christine MacKenzie and Michael Ibbetson's crutches and Jimmy

Kalousek's daily insulin. These addenda to living "just are". The children

seem adapted to them, though they complain from time to time, and parents

report fantasies about their disappearing or getting better. All the affected

children but Derek Holberg (who is only three and mentally disabled) have

playmates, and those that have siblings play with them, fight with them, and

ignore them like all typical children their ages.

These children must learn to adapt to their differentness, make

allowances for it, such as eating or not eating what friends do, and not

walking like friends do. Sometimes developmental milestones are a

challenge; children with gross motor involvement cannot develop the same

gross motor skills as their preschool peers, or at the same time. Activities in

and outside the family must be modified. Family activities may be easier for

children—within the family, allowances are made for the disability; here it is

accepted and certain behaviors are expected; here there is a new normal that is

:
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accommodated to the health problem, and activities and interactions progress

in a taken-for-granted manner. The expansion to school and out-of-family

activities and relationships is a big adjustment for children who have had a

chronic condition since an early age, as the following quotation illustrates.

We were talking about Aarin starting to regular kindergarten and the

adjustment of being the only one in school with a walker:

F. [It] is a bit of a-- not a problem, but she's aware of that. She's
told me that, you know, "I'm the only one in class that has a
walker, or that has braces". And I'd say, "What do you think of
that?" "Oh, I don't like that, Daddy". 'Cause, really, this is the
first time— 'Cause I mean [at the special pre-school] there was 22
or 23 kids but about ... [half]— about a third of them [had
handicaps). And so for her now, she really is sort of on her own. I
think it's an adjustment thing. She going to- obviously going to
have to make— And I don't think it's very easy for her right now.
But again with— When 4 1/2 years old, you ask them what's
wrong and they don't communicate very well.

R: Well, also they don't understand it that well.

F. Probably.

R: I mean, they can't articulate, you know, they don't think of it
the same way we think of it so—

F: Yeah. So she still hopes that maybe when she's 5 or 6, that the
braces and the walker and all this will slowly disappear.

R: Oh, she's told you that?

F: Oh, yes. She says that, you know, "Oh maybe when I'm six
when I'm a big girl"....

[Mother enters]
R. Hugh was just saying that she's mentioned that she's noticed
that she's the only one that has a walker in kindergarten.

M: Yeah. I don't— I don't really know how she feels about that.
She doesn't say much about that kind of stuff.... But that is the
problem. I mean, they're feeling it but they're not able to
formulate it I imagine. But it doesn't mean they're not feeling it,
but what it means is we can't really intervene. It's very difficult to
know what to do. I know she's frustrated. I know she feels— She
doesn't understand why she can't get up on the bike next door,
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climb the tree. And it's really difficult because of the differences.
(01/2/23/25)

-

Apart from her parents' wish that they could help her some way with her

adjustments, note how Aarin is described as being aware of her differences,

and wishing them away. One way she does this is by fantasizing. For older

children like Michael Neare, who can remember before he developed JRA,

adaptations are also difficult but in a different way.

Affected children have more to cope with: treatments, medications,

physiotherapy, injections, less flexible routines, hospitalizations, trips to the

doctor and clinic, assessments, extra rest periods, perhaps more "sickness"

than their typical peers. Then in addition, they experience feeling different,

and must endure the teasing or staring of others, questions about their

condition, caution from peers and adults, and so forth. At times, their

parents or families may be stressed. Parents may not be able to offer the

support or opportunities they could under conditions of lighter workload and

less compromised resources. Conversely, a chronic condition may sometimes

present opportunities; the children in his group of families attended special

preschools and exercise programs, summer camp. swimming lessons, and got

extra trips to the toy store as rewards for clinic visits.

The children in this study affect their own development with their

personalities and innate and developed abilities. Physical appearance even

plays a role; for example, Aarin Roberts is so attractive and happily outgoing,

she assists others to look beyond her handicap. Her mother described her as

cuddly, loving of physical contact, affectionate, different, and special: "near

and dear physically, you know, through necessity" (01/10/90/39). Parenting

her is "a very rewarding feeling" (01/10/90/16). However, as her father

pointed out, she is more vulnerable than typical children, and the
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psychological things will always be greater for her, partly because "everybody's

always beating her" (01/10/93/43). Jimmy Kalousek is self-disciplined with

his diet and routine, so he receives lots of positive feedback at home and at

school. Children also learn to use certain abilities and skills to their

advantage. They learn not only how to operate within the constraints of the

health problem, but how to learn new things that will help them be more

independent who to listen to, who is helpful, who is not. They also

acknowledge their limitations matter-of-factly: "I don't cut very well"

(01/10/22/13). The children with chronic conditions in this study (of all ages)

seemed confident and easily asked for the help they needed to do something,

such as drawing or reading. They showed pride in special devices they had

that typical children do not have, showing these things off in the same tone

as showing off their rooms, toys, and trophies.

Typical Siblings

Well children also have more to cope with, more "work" related to their

sibling's chronic condition. They deal as well with their sibling's

differentness and its consequences. Often, they take on more responsibility,

not in compensation for what the affected child cannot do, but simply the

additional family tasks that compound family life. They need to reach things

for their sibling, or position a chair, or "share" a specific pen because it is

easier for the sibling to hold. Many of these small adjustments are taken

quite in stride, seemingly taken for granted. Younger siblings in particular

have never known life to be different. Baby Eloise Holberg's concept of

"brother" will be her quite dependent, peaceful three-years-older brother,

whose developmental milestone she may very well pass in just two or three

years. Older well siblings are often expected to help with the work of

chronicity. The ten year old Sandher boy must watch his sister when she
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plays outside. He knows the signs of her cardiac distress, and when to alert

his parents. This is extra responsibility, probably more than his typical peers

would assume—and he grumbles and complains about the extra demands on

him and the extra attention she gets.

Sometimes siblings' experiences are also limited by the chronic

condition. For example, as Hugh Roberts said (quoted earlier), both his girls

cannot go camping right now, because of walker/wheelchair inaccessibility.

When one Lobban twin needs a bronchodilator treatment, all play in the

house stops to be fair to the one who has to "step out" for 15 minutes.

Siblings' access to parents may be limited, as they spend more time in

treatments, monitoring, or being with a sick child in hospital. This has

taught Terri Lobban, six and a half, to protest and be very assertive when she

wants parental attention. Nine year old Steven MacKenzie can be sullen or

have temper tantrums, manifestations his parents attribute to the extra

attention his sister has always had since her arrival in the family two years

after him. However, just as their experiences are limited like the affected

children's are, siblings also benefit by special activities or status. For example,

when Aarin goes for riding "lessons" (good for her gait and for stretching),

Katie gets to go too, and both Ibbetson girls go swimming, although it is

therapy for Michelle.

These findings confirm much of what is already written in the

theoretical literature about the effects of a chronic condition on ill children

and their well siblings (Brett, 1988; Eiser, 1990; Lobato et al., 1988; McKeever,

1983; Perrin & Gerrity, 1984; Rose, 1987). Small sample sizes and other

methodological problems in attempts to study the effects of chronicity on

children themselves and on siblings have lead to inconclusive results and

difficult interpretations. Although this group of well and affected children
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demonstrate that they do have work associated with chronicity, they seem to

take a large portion of it for granted, particularly when they are younger

(under six or seven). Overall the untoward effects in the study children

appear to be minimal, leading one to wonder about the assets provided by

growing up in "strong" families like those in this study, where parental and

family work is hard, but where efforts are succeeding. However, parents do

worry about both their affected children and the well siblings. Adjustments

for one affect the other through the interactional processes of family

functioning. Parents feel incapable of meeting all members needs all the

time, including their own. What family characteristics are associated with

positive development in children with chronic conditions and their siblings?

Do we see some of those among the children in this study? Continued

observation and grounded theory analysis are indicated, and will be an

integral part of the continuing portion of this research.

Summary and Conclusions

Family members' individual efforts are directed toward keeping the

chronicity in perspective with all aspects of life. They simply want life to be

livable. Parental work is pivotal to the maintenance of those processes that

keep family life in manageable proportions, and render the family

environment one in which its members are nurtured, nourished, and can

grow and develop. Parents do their best in the face of the additional demands

imposed by having a child with a chronic condition, absorbing extra work

into the requirements of typical parenting. While children are young, parents

provide leadership in balancing, managing, tolerating, adapting, and

maintaining the family image. Many of their skills and strategies related to

keeping perspective may be understood using the three major concepts

related to parenting that arose during the analysis for this research: doing our
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best, monitoring, and managing. It is said that parenting is underestimated

and undervalued; the study parents take it seriously and give it thought, care,

and effort. They work hard to compensate for the demands of living with a

long-term health problem.

And so do their children. Without the same thoughtfulness (naturally),

the study children adjust themselves to the chronicity, making the most of

their situations for the most part. They are happy, developing children,

though unequivocally affected by the chronicity. Much of the effect they take

in stride, taking their situations for granted with minimal comment or

grumbling. However, their parents do worry about the impact of the

condition on both the affected and typical children; there is no question that

there are effects and that final outcomes are unknown.

Having developed both family level and member level concepts about

daily family life in the presence of pediatric chronicity, where do we go from

here? The last chapter of this report examines some of the implications of the

mid-range theory, examines selected issues about using grounded theory as a

method to study family systems, and considers some nursing practice and

future research applications.

:
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CHAPTER 7

Significance and Implications of the Research

As introduced earlier, the contribution of this research is threefold: 1) It

has generated much needed mid-range theory that enhances understanding

of how young families deal with a child's chronic condition in everyday life.

2) It approached the family as the unit of analysis and was successful in

discovering findings (family processes) that are at the family level. 3) It used a

somewhat innovative (for nursing) combination of ethnographic data

collection methods in order to capture and analyze the complexity of family

life in the natural setting. In turn, the research holds promise for practical,

realistic applications in health care delivery and has implications for further

theory generation and testing through research. This chapter encapsulates

the findings at both the family and member levels, and discusses some

implications of the theory developed. Following this, selected applications

for nursing practice and health care delivery are briefly presented. A final

section of the chapter summarizes the importance of grounded theory as a

method for studying family systems. Implications for further research are

integrated throughout the chapter.

Summary and Importance of the Findings

Joan Patterson (1988) opened a chapter on the impact of chronic illness

on children and their families with the following quotation from a 25 year

old man with hemophilia: "The most important thing to remember about a

chronic illness is that it is exactly that: chronic. It never goes away. It

pervades every moment and every aspect of life, often from birth until death.

The illness becomes molded into the child's identity" (p. 69). The theory

generated by this research suggests that a child's chronic condition becomes

molded into the family's identity as well; the family image becomes one of
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family-with-a-child-with-X. Just as individual identity or self concept shapes

how a person interprets the world and behaves, a family (as a social group)

develops commonly held understandings of itself as a family with a

youngster with a chronic condition, from which it operates in the social

world (Blumer, 1967; Burr, Leigh, Day, & Constantine, 1979; Peterson &

Rollins, 1987, Reiss, 1981). Even though the members' chronological ages and

cognitive abilities are widely disparate, they develop understanding, symbols,

and values for each others' roles through mutual role-taking (Peterson &

Rollins, 1987). In this way, they develop responses to each other and to the

social world of their friends and relatives, community, and the formal health

care system, for example. Mutually shared norms and expectations develop—

the "modus operandi" of being a family that incorporates, in this case, the

notion that a child member has a long-term health problem.

This research has mapped out the processes through which the study

families operate as families, day-by-day. It is a story of family work, and hard,

constant work. Although the children in this sample were considered by

their parents to be only mildly or moderately affected by their health

conditions, repercussions reverberate throughout family functions,

interactions, tasks, and activities. The family unit must absorb and adapt.

Although essentially like typical family life, there are qualitative and

quantitative differences about living with pediatric chronicity every day. The

family both affects and is affected by the presence of the chronic condition,

which is incorporated as an essential element into the family image.

An unequivocal and formative element of each family's unique

"normal" is that of its constantly working things out around chronicity

issues. The requirements (antecedent conditions, in grounded theory

parlance) are ever present; there is no escape, or none that would allow for
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the intactness of the family unit, the inherent notion of being a family. There

are often small and large burrs in the clockwork of a family dealing with

chronicity, threatening to disturb the smooth mechanism, and requiring

constant maintenance to keep the unit functioning acceptably. Families work

things out in context. For the study families, their structures, processes, and

functions compose one overall picture, a "lifestyle", of which pediatric

chronicity is a central and integral part.
-

Working things out is continuous; it requires constant physical and

social-emotional work, due to the additional requirements imposed by the

condition and its management, by the demands of constant adaptation to

changing events, and by the need to tolerate uncertainty and unwelcome

situations families could do without. Although this is generally descriptive

of life with young children in North American society, families with a child

with a chronic condition simply deal with more, no matter how "mild" the

health problem. As severity or technological home-care intervention

increase, demands on family abilities, adaptive responses, and resources

increase. Families in this study have finite abilities and resources, and

parents often feel these are stretched in their current situations. As such, they

can understand why those with more demands from their children's health

conditions become unable to cope without assistance from outside the family.

Family members are both constantly aware of condition-related demands and

also take them for granted. They deal with daily adaptations routinely, yet are

also always expectant of new demands.

The five family level processes of working things out that arise from the

data of this study are: balancing, managing, adapting, tolerating, and

maintaining the family image. During the current phase of this theory

discovering study, these basic processes have been described, although it is

j
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acknowledged that occasional concepts are not yet theoretically saturated.

(Conditions and properties of these major family categories will be further

investigated, particularly in terms of their variability, in continuing research,

as will be described in a later section of this chapter.) Balancing is the

weighing out of input and output within families—information, situations,

needs, resources, time, energy—in order to attain the greatest benefit for and

least disturbance within the family as a whole. It involves all the members

all the time and is a basic mechanism by which the logistics of daily life are

worked out. It is essential to a sense of order in families and is provoked by

expected or unexpected events; it may be difficult or easy, complex or simple,

condition related or not. Like all the family processes described in this theory,

specific family actions, behaviors, or interactions directed towards balancing

may simultaneously serve to facilitate others of the five essential processes.

Each may be successful, require compromise, or fail.

Managing is the working-things-out process that families use to

accommodate themselves to the chronic condition, to keep order and control

in their lives. It is the major process of administering family affairs, of getting

things done. Like all five processes, managing occurs in typical families, but

for families with children who have chronic conditions, it is more complex

and requires more effort and skill of members. Management activities

require a range of energy expenditure (i.e., from little to much), a range of

structures, a range of resources, and a range of skills or activities.

The adapting concept describes those family actions and interactions that

develop in response to new chronicity-related demands. That is, it is more

reactive than managing, which seems more proactive. To adapt, the family

accommodates itself to new input, sometimes in the course of usual routines

and sometimes in relation to special situations. Negative and positive

(
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situational and personal factors affect adapting, which may also become taken

for granted and thereby become more part of the managing process. Changes

in parental paid employment are an example of this; at first modifications are

made in reaction to the demands of the condition, but a facilitative pattern

frequently becomes a routine part of day-to-day management of long-term

living with the child's condition. Adapting may be willing or resentful,

conscious or unconscious, and accomplished efficiently and/ or with

difficulty.

Tolerating is the family process by which less than ideal situations are

simply borne, put up with, allowed to happen, or accepted without actually

taking overt action. Families must often tolerate a fair amount of ambiguity

and uncertainty, with varying degrees of difficulty and varying degrees of

success. Frequently, interactions with the health care system present

demands for family tolerance; for example, sometimes it is required in order

not to jeopardize aspects of the affected child's care. Resignation and

acceptance of situations they wish they could change consume family energy,

despite looking passive on the surface. This is linked to the conceptual

category of maintaining the family image, since families work actively on

projecting their image of their family to others once their own sense of new

normal has developed. Again, family characteristics and resources affect how

successfully they accomplish this. The members' notions of who they are as a

family has pediatric chronicity closely integrated.

The five family level categories and their umbrella concept, working

things out within the context of all of family life, are closely bound to the

member (individual) level categories. Pulled together under the term

keeping perspective, or making life livable, three parental concepts arose

from the data of this research: doing our best, monitoring, and parents'
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specific managing efforts, as well as two child-related concepts: the work of

children with chronic conditions, and the work of their typical or well

siblings.

Family members' collective efforts are directed towards and overall goal

or view of keeping things in perspective, that is, keeping the child's chronic

condition in perspective with all other aspects of family life. Ideally, no one

aspect of life is emphasized more than it should be, including the import of

the chronic condition. Parents provide leadership in keeping a balanced

perspective, although children's efforts also contribute. It is unequivocal that

on the one hand both children with long-term conditions and their typical

siblings are affected by chronicity, as are the parents and the family system.

On the other hand, parents try not to allow the condition to receive more

import than they think it deserves. Perspective comes with a sense of having

the chronic condition, along with all other aspects of family life, in a balance

that allows within limits for a sense of stability, control, and as much day to

day comfort with their situation as possible. Parents acknowledge that this is

a standard of their own, an aspect of the new normal they work out with the

experience of living with chronicity. This research has described some of the

basic mechanisms that parents use to gain and keep perspective in the

presence of pediatric chronicity.

The study parents are doing their best to parent well and to promote

their children's and family's functioning and development. For the most

part, they parent thoughtfully and conscientiously. The health concerns of

well and affected children are an integral part of parents' efforts to foster

optimal family functioning and interaction, added onto the work of typical

parenting. They work hard to nurture, love, and protect their children and

each other, and to promote individual and family development. They take
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decisions that they feel best promote the quality of their lives, and try to work

out what is an equal share of the work for each family member. However,

they worry, are tired, and feel that life is hectic for them in comparison to

typical family life. They were "not dealt a good hand"; their lives are

physically and emotionally more demanding than the ideal.

One component of the extra parental load is the work of constant or

almost constant monitoring of a wide array of behaviors and interactions,

both related and unrelated to the chronic condition, and all aimed to help

keep things in perspective in everyday life. The skill of monitoring

improves, and the need to monitor diminishes, with time, experience, and

knowledge, depending on the trajectory of the child's condition and family

and members' development. It may be tiresome and routinized, yet it

protects child safety, enhances family functioning, and may be life sustaining.

Parental managing strategies are myriad and varied. They are directed

toward controlling, organizing, and getting things done, day in and day out.

They require physical, mental, and psychological work and commitment.

Managing interactions and consequences of health care encounters, as

articulately explored by Thorne and Robinson (1988, 1989), is a significant part

of the work of being a family with a child with a chronic condition. Parents

are the primary managers, although children have work related to this as

well. Much parental concern and effort is directed toward advocating for

their affected children, themselves, and a family perspective in health care.

A final component of living with chronicity that was developed from

the data of this project is the work children must do. Although this group of

well and affected children demonstrate that they do have work associated

with chronicity, they seem to take a significant part of it for granted and in

stride, particularly if they are under six or seven years of age. Often, they have
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little or no knowledge of life without the chronic condition. Although

parents do worry about both their affected children and any typical siblings,

and provide evidence that there are disturbances they wish were otherwise,

overall the untoward effects in the study children appear to be minimal. It

must be remembered that those volunteering to participate in this study are

by definition strong families, and that there may be forces operating within

them that foster positive childhood responses and development. Certainly,

this is one area that demands further research and expansion of theory, and

continued investigation of children's responses will be an integral part of the

expansion of this research.

This study was designed to generate theory about day-to-day life when a

child has a long-term health problem and it has successfully done that.

Discussion of the findings with the study parents and selected families (with

chronically ill children) that have not formally participated in the study, and

discussions with selected academic and clinical colleagues affirm its

credibility, fittingness, and confirmability (Sandelowski, 1986) for families

dealing with pediatric chronicity. Although some academic colleagues would

argue that family level analysis has not been achieved here, and in fact may

not be achievable, the theory "discovered" through this project nonetheless

presents an intuitively logical, comprehensive, and realistic description of

what it is actually like to live every day when one of the family is a child with

a long-term health problem. Its strength lies in its firm grounding in

extensive observation and interview data with families themselves as they

live with chronic childhood conditions. Both the family level and member

level concepts about daily family life developed in this study provide a firm

foundation for further theory development through research. As well, this

beginning theory provokes considerable thought about nursing and other
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family health care practices, particularly in the context of pediatric chronicity.

These implications are explored in the following sections of this chapter.

Implications for Family Theory

Many authors in the field have suggested that concerted scholarly effort

be directed toward family theory development (Kazak, 1986; Nye, 1988;

Stuifbergen, 1987). Much published research is atheoretical or not overtly tied
to family theory (Nye, 1988), so that attempts to link studies together into

comprehensive, even mid-range models would be difficult and is therefore

premature. As illustrated in the chapters devoted to the theoretical and

research-based background for this dissertation (Chapters 2 & 3), most

research in the field could be termed family related, that is, on the topic of

family, important to understanding some aspect of family, but not often

aimed to understanding the family unit as a whole. Feetham (1984 & 1991)

and Gilliss (1983 & 1991) have charged nurse researchers to focus their efforts

on developing family theory by examining the family as the unit of analysis.

The field is much in need of theory that would provide a base for hospital

and community nursing care where the focus of delivery is the family unit.

The findings of this study demonstrate that the burden of integrating the care

of a child with a long-term condition tests families' capacity to adapt, manage,

and keep things balanced and in a healthy perspective. They would benefit

from health care system initiatives that would modify or lighten their load.

To focus improved care, nursing needs practical, grounded theory that

emphasizes the interdependence among family members and between the

community and the family (Knafl & Deatrick, 1990). We need to better

understand the relationship between the members and the whole and how

family units respond in health care. This research was a beginning endeavor

to fill this gap.

º--
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The mid-range theory generated in this project provides a heuristically

useful understanding of family life when a child has a long-term health

condition. However, it does represent work in progress. Much work remains

to be done before health professionals understand the complexity of family

life in the presence of chronicity well enough to respond to family needs in

health care comprehensively, humanely, and cost-effectively. This study has

made a modest but significant contribution to the knowledge of families, with

an emphasis on daily, in-family health care, the health promoting, health

maintaining, and health improving practices carried out at home when the

affected member is a child.

The theory developed in this project meets Sandelowski's (1986) four

criteria of rigor in qualitative research. First, "a qualitative study is credible

when it presents such faithful descriptions or interpretations of a human

experience that the people having that experience would immediately

recognize it from those descriptions or interpretations as their own" (p. 30).

This criterion is fulfilled through my interactions with participants of this

study and its continuation (already begun) and other families I encounter in

professional work. Credibility was also established by the selection of

excellent informant families who participated willingly in the research,

furnishing data graphic of their lives with a childhood chronic condition.

Second, fittingness is when the "findings can 'fit' into contexts outside the

study situation and when its audience views its findings as meaningful and

applicable in terms of their own experience" (p. 32). It can be seen that this

theory "fits" the situation of other types of families or other situations, such

as single-parent families or those with a mentally ill member. This requires

on-going evaluation through use of the theory in practice and further

research. Sandelowski's (1986) third criterion is auditability, "relating to the



228

consistency of qualitative findings" (p. 33). It is fulfilled by methods to permit

following "the decision trail", such as my quotation/data referencing system,

and quotations from the data in order to support the conceptualizations

suggested. The techniques of grounded theory itself also provide systematic

and rigorous means to ensure that categories and the relational elements are

firmly rooted in the data. Finally, confirmability of the findings "is achieved

when auditability, truth value, and applicability are established" (p. 33). It was

achieved here through the research relationships between the families and

me. Repeated visits with them over time allowed for opportunities to

validate and confirm findings, to explore related issues until clarity was

confirmed, and to deepen and validate my understanding of their situations,

interactions, processes, and activities.

I would like to turn to a few specific evaluative comments about the

findings and approach taken in this study in comparison to the existing

chronicity literature. Three comments about definitions. First, Stein's (1989)

definition of pediatric chronicity (p. 3) was found to be both sufficiently broad

and sufficiently limiting to be useful for this study. Together with the

selection criterion that the families had to have dealt with the condition for a

year or more, and the multiple-visit method, it assisted investigation of well

established patterns, rather than temporary adaptations and single situations.

Consequently, it can be said that the categories of this family process and

interaction theory reflect established daily life in the presence of pediatric

chronicity—or at least as stable a picture as could reasonable be expected when

there are young children with the frequent changes that their developmental

milestones demand. Second, Stein and Jessop's (1989) recommendation to

study pediatric chronicity noncategorically also worked well. Since my

interest was in those characteristics of families' experiences with chronic



229

conditions that cross diagnostic boundaries, selectively sampling families

where children had different chronic conditions resulted in theory that is

broadly applicable across those boundaries, and that speaks more to living

with chronicity than with specific conditions. This was my intent. As Stein

and Jessop (1989) point out, since some diagnostic categories of children's

chronic illnesses are small, seeking groups of families narrowed to clinically

similar characteristics may be so limiting that important research questions

might never be asked, and useful understandings might never be discovered.

The challenge now is to systematically and open-mindedly continue to

validate or refute the findings of this study across diagnostic groups. My third

comment about definitions in family research pertains to what is family.

Whall's (1986) definition of family (on page 10) and Stuart's (1991) concept

analysis (on page 82) served this project well, assisted by the selection criteria

for the study, which were used to impose some necessary limits on the

phenomenon of interest. Although the Whall definition is very broad, it

might be useful to broaden it even further to include whatever a person said

family is to him or her, and then apply this to the study of chronicity impact

in, for example, lesbian or gay families, friendship/family groups such as

street people, and singles. This might address some potential gaps in family

as-unit research and theory development.

Also considering terminology: As is customary when doing grounded

theory, I permitted the categories or concepts of the construction to arise

directly from the data, often using families' own terms to describe them,

particularly at the open coding phase. Knowing that I was analysing with

certain preunderstandings that I brought to the research (Addison, 1989), I

attempted at first to self-consciously set aside as much as possible other

theorists' conceptual labels. However, much terminology from particularly
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the chronic illness literature is useful, partly because most words are in

common English usage. Terms such as balancing, tolerating, managing,

quality of life, uncertainty, and strategies are examples of everyday words that

sometimes have specialized or connotational meanings. In this theory, the

meaning of each term was synthesized directly from the data, my own

knowledge of English, a dictionary, and my mental comparison with uses of

the label in professional literature. I avoided highly specific or abstract terms

(such as some associated with Systems Theory like equifinality and requisite

variety) during open and axial coding, turning to more abstraction during the

coding and memo-writing of selective coding. The result in each case is a

conceptual label that is intended to have its own specific meaning within the

mid-range theory, but is general and comprehensive enough to clearly

communicate its essential idea as derived directly from the data, and is

therefore descriptive of family life.

Limitations. As summarized by Gerhardt (1990), the thrust of study

about chronic illness in qualitative sociology has been on the understanding

of the experience from the perspective of the actors involved, that is, the

individual actors, usually meaning adult actors. This research has focused

instead on knowledge development about the family unit, and children with

chronic conditions. This is not to say that this study investigated families'

collective experience or perspective. The notion of a shared or collective

family "perspective" is conceptually troublesome since intuitive

understanding, cognition research (Piaget, 1967; Flavell, 1977), and symbolic

interaction theory (Blumer, 1967; Burr, et al., 1979) would indicate that each

person's interpretation of situations and events is unique. Aspects of the

notion of being a family are shared among members, but each individual

makes his or her unique symbolic meanings as well. In the case of children,
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these are cognitively immature, and very difficult to assess. Hence, in this

study, grounded theory furnished a way for the researcher to construct, from

behavioral and verbal cues and other ethnographic observations such as

family artifacts and mode of dress, an interpretation of shared family life as it

is lived by families that have a chronically ill child. That is, it is the

researcher's construction of the interpretation that renders this a family-as

the-unit-of-analysis study, not the expression of families' perceptions per se.

This research addresses two related problems concerning the study of

families and pediatric chronicity: the study of families as whole units, and

the substantive understanding of what it is like for families to live day-by-day

with a child's chronic condition. Conceptualizing and explaining these inter

related notions in the same study is a challenge for the written word.

Although I have attempted to take on that challenge, it must be

acknowledged that some clarification is still required. The workings of

families are complex; the epistemological issues inherent in the problem of

this research complicate the outcome even further.

Other limitations apply to this work. As in all interpretive research, the

conceptualizations have been derived by the interaction of researcher and

data (Lipson, 1989; Wax, 1983). I affected these data as I visited families; I

became part of the data. Also, the analysis is my construction, even though

rigor was systematically addressed as outline above. In addition, the theory is

constrained by the characteristics of the families, the chronic conditions, and

the settings and incidents sampled (two adults, not life-threatened, young

children etc.). However, the wide range of family situations and the range

and number of incidents observed, interpreted in the context of my extensive

experience with families of children with long-term health problems,

enhances credibility and fit to others' experiences. As noted, my
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understanding of the major concepts were systematically checked with the

families themselves; I used verbal interchanges with parents in the selective

coding phase of analysis and sometimes invited feedback of written

summaries I prepared for parents. In addition, opportunity to check, validate,

and refute hypotheses continue with on-going data collection.

There can be no doubt, in the range of situations in which families find

themselves with children's chronic conditions, that the ten families in this

study are managing fairly well despite the incessant demands. They are

generally keeping a balanced perspective. They are working things out where

some families "lose it". As explained, this may be a function of family

composition (two parents to share the load), perceived severity of the

condition, length of time since diagnosis, available resources, characteristics

of the condition, and a myriad of interactive factors. But those in this study

are strong families, a fact that at once limits the applicability and also

challenges us to know more about the strengths that assist working things out

so that these might be fostered in others. Since comparison with existing

theory about typical, normal, or non-clinical families is difficult because of the

paucity of published work in the area (Bronfenbrenner, 1990; Dunst, 1988;

Walsh, 1982b), comparison studies with normal and diagnostically consistent

groups offer future avenues. How does the model paradigm of families'

working things out hold in extreme situations, such as loss of a parent, loss of

a child, technological dependency, or positive shift in the illness trajectory?

This work has focused exclusively on families with young children who

have chronic conditions; might the conceptualization developed here apply

to those with chronically ill adults (offspring or parents)? This sample was

composed of families whose children had conditions that could be termed

mildly or moderately impairing (in the families' own definitions); would the

.
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conceptualization suggested work as well for situations where the perceived

severity of illness is greater, where highly technical care interventions are

carried out at home, with or without extra-familial professional or semi

professional help? This study used a noncategorical approach; what

modifications, if any, would be discovered among families grouped by specific

pediatric health problem? Or by children in specific age-groups (such as

adolescents or prematurity "graduates")? Or by other common characteristics,

such as the use of regular respite care, or a life-threatening diagnosis, or

visible handicaps?

The components of both the family level and member level findings of

this study provoke literally dozens of other future research questions. For

example, are difficulties or differences seen in any or all of the five family

processes of working things out if the family situation contains more

adversaries, such as more severe health conditions, few family strengths, a

less supportive community environment, less financial means, an acting-out

adolescent, crowded living conditions, geographic or social isolation? Are

families that are less flexible than those in this study likely to have a more

difficult time with any or all of the five family processes? Does living with

continuous uncertainty lead parents to a "new state of order" and a different

world view "involving probabalistic and conditional thinking" as Mishel

(1990) has suggested in adults living with their own uncertain conditions?

Are there any specific parental characteristics associated with successful

monitoring strategies? Do mothers have qualitatively or quantitatively

different monitoring skills than fathers? Do all families with a child with a

chronic condition work as hard as this study and my clinical experience

suggest? If some do not, how could their day-to-day lives be described? Is all

family work a striving for harmony and equilibrium? If so, how would this
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re-align the concepts in the theory outlined in the two chapters of findings?

Like all theory, the concepts arising from this project require validation and

testing through further research (Fawcett, 1991). Small, circumscribed studies

or more comprehensive ones could be designed to investigate the many

questions this project might provoke. Such studies could be in the empirical

or interpretive paradigms, or possibly, both.

Apart from being timely and needed, the family theory discovered

through this research has two additional strengths. First, it is somewhat

broader in scope (and base) than some constructs applicable to chronically ill

children and families. For example, Benoliel's (1975) research was restricted

to intra-familial pattern changes associated with adolescent diabetes; Cohen

and Martinson (1988) restricted their study on living with uncertainty to

parents of children with cancer; Knafl and Deatrick (1990) are interested in

parents' and families' management styles, with some focus on normalization

tactics; and Thorne and Robinson's (1988, 1989) work explains family

members' means and styles of interacting with the health care system. The

second strength it shares with some of these authors: the conceptualizations

of this grounded theory are based in "non-clinical" families. Often, the

subjects of studies about chronicity are conducted during families' troubled

times: hospitalizations, "pathological" episodes, or health care encounters of

various kinds. The families who participated in this study were entirely

those dealing with their daily lives at home, very like they typically would be,

albeit in the presence of an observer/researcher and a tape recorder. As

mentioned earlier, I have every confidence that the discovered theory is

representative of daily family life for those participating.

It has already been acknowledged, however, that my conceptualizations

warrant further development as theory, and through research. This is
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discussed further in the penultimate section of this chapter. Before this, I

would like to address the practice implications of this grounded theory, with

particular emphasis on nursing practice.

Application in Nursing Practice and Health Care Delivery to Families

Theory in a practice discipline is only as good as it is useful (Dickoff &

James, 1968; Schultz & Meleis, 1988). In the case of nursing, this means in

directing care and formulating health care policy. This research could be

termed more basic than applied; however, it is easy to extrapolate its

applications. Since the theory generated during this project is in the mid

range, the implications are varied, numerous, and broad. Hence, only

selected aspects are discussed here, at various levels of specificity. I hope that

the theory will be used, its utility affirmed, and its concepts modified and

strengthened as clinicians use it following its publication.

To me, the single most important message from the data of this research

is the "true and complete story" that families would like others to

understand. Although this understanding is particularly important for

health professionals to hear, it needs to be heard by the lay public as well:

friends, relatives, acquaintances, and community members at large—we all

come in contact with children with long-term conditions (whether the

condition is visible or invisible) in stores, parks, schools, or buses. At the

same time, it is not enough "to understand" or "to hear" the story. Others'

understanding of families' situations must be communicated to families of

children with chronic conditions. In other words, they in turn need to know

that they are understood. Concerted effort needs to be put into translation of

others' understanding of families' daily lives; otherwise, family members

assume they are not understood because they know their lives are outside the

experience of most people. They need to be told and shown, through the

-
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overt behaviors of others, that those outside their intimate circle do have

some comprehension of the load of constantly having to work things out.

At the same time, it must be acknowledged that others' situations can

never be fully understood; you cannot have total empathy unless "you've

been there", or had the same experience, and parents know this (Hayes &

Knox, 1984; Lynam, 1987). But some intellectual understanding is a good

start; if health professionals in particular would expend some effort in

learning not only the general picture of how families must operate in the

presence of pediatric chronicity, but also some specific details of what each

family is dealing with, the relationship between parties would be less strained

(Hayes & Knox, 1984; Kleinman, Eisenberg, & Good, 1978; Thorne &

Robinson, 1989). Enhanced mutual understanding between health

professionals and families would do more than ease psychological tension

and overcome communication blocks; it would improve overall care for the

child, the family members, and the family as a whole. Care delivery would be

more prompt and efficient. Parents grow tired and frustrated with the

constant information-giving, interpretive role they must play in the health

care system. They feel care is uncaring, insensitive, and inappropriate at

times, because of the knowledge gap between them and members of the

formal health care system. In focusing on the child and his or her immediate

management issues, usually from the HCP's perspective rather than that of

the family, larger family-centered issues are being left out of the equation.

This in a formal system that claims to be "family centered" (Feeg, 1989; Foster

et al., 1989). If their families' situations were genuinely understood, less time

and effort would be expended in repetitive information giving,

interpretation, and superficial generalities that fail to touch the issues of

significance to the families themselves.

*

*
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Seeing the child and families' needs from only the professional

perspective is not only devaluing and self-serving, it is wasteful of resources

and inefficient. Recall that one father in this study said that he felt that

parents are quite capable of managing even sophisticated aspects of their

children's care. Not only could most parents successfully coordinate and

"case manage" their child's care, many parents feel they could do so more

efficiently and more cost-effectively than current approaches. They know

what tests need to be done when, for example, they know how to interpret the

results, and they monitor and have the data on which to base decisions.

However, the power to operate on such decisions rests in the health care

system, primarily in the hands of physicians. In Canada, where health care is

universally accessible to virtually all citizens, little control can be exercised by

the individual consumer in choosing or affecting care measures delivered.

This is particularly so where there are high degrees of specialization required

to manage a child's care; only one highly trained physician, technician, or

nurse may be available to a given family for a given purpose; that is,

specialization is making care less flexible. Consider the assignment of

community health nurses; only one nurse is usually assigned to home care or

preventive programs in a single geographic area, or to school programs that

affect special needs children. If that one person lacks knowledge or skill, is

incompetent in some way, becomes "burnt out" and incapable of doing

something about it, is insensitive, or simply has a personality incompatibility

with a family or family member, there are few options in the somewhat

autocratic and bureaucratic Canadian system. Innovations in health care

organization and delivery are needed to provide for flexibility and optimal

"match" between families and health professionals, in order to minimize

repetitive effort and wasted costs. Families (in the case of this research,

t
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parents) know their needs and personal priorities the best; some latitude to

customize access to and delivery of health care would save resources through

more specific use. For example, under certain circumstances, a child may not

need an appointment first with a family practitioner, then with a pediatrician,

then with a pediatric specialist in order to solve a problem that his or her

parents have accurately assessed, diagnosed, and frequently know how to

manage. Not only is this classic referral system incredibly costly for insurance

schemes, it is wasteful of health professionals' time (Such people frequently

complain about how busy they are.), and just as important, the time and effort

of these over-stretched families.

Who advocates for the family? The results of this and my previous

research indicate that most families would be their own best advocates.

However, existing systems and power structures do not permit this in most

cases (Thorne & Robinson, 1988 & 1989), and health professionals would do

well to listen more openly and sensitively to parents' and children's

expressions of their concerns and their views for solutions. The results of

this research indicate that at different times and in different circumstances,

various health professionals may also advocate for families. The potential of

occupational and physical therapists' and physicians' advocacy efforts were

cited most frequently by the parents in this study. Occasionally, friends and

relatives helped and supported, and their efforts were much appreciated.

Only rarely were nurses' efforts cited or praised, and generally these were

clinical nurse specialists in in-patient or hospital clinic positions. Often, I

think nurses' advocacy efforts simply go unnoticed by families, perhaps taken

as a "matter of course", taken for granted or buried in other more visible,

high-technology interventions. Certainly Benner and her colleagues (Benner,

Tanner, & Chesla, 1992; Chesla, 1991) have noted that expert clinicians are

º
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actively aware of family members' needs in critical care settings. Nurses

might expend some effort in articulating their advocacy interventions—for

their clients and their colleagues.

Because parents view themselves as experts about their children and the

management of the chronic condition, and are in constant possession of the

most pertinent information about both, why do they not feel better respected

and central to their child's care when they interact with the formal health

care system? HCPs need to work on giving parents their due and

transmitting that respect in egalitarian working relationships. Parents and

professionals each bring strengths to the health care encounter. In the

interests of humane care, efficiency, and the best interests of the child,

professionals must gain and demonstrate more respect and trust in parents'

assessments and suggestions. Although an equal role for parents on the

health care team is frequently advocated in the literature, the extensively

experienced families in this study did not report the generally respectful,

equal treatment they think they have earned. It is time to foster partnerships

in the interests of improving pediatric and family care.

The findings of this research provide a picture of family level processes

in the presence of pediatric chronic conditions. Families place the child's

condition in context of all of their family life, yet care is rarely considered to

be aimed at families as whole units. Generally, little more than the child's

immediate medical problem is considered. For example, it is implied that

parents are uncooperative or "non-compliant" in care when health care

recommendations are ignored or modified, such as the Normans' decision to

have a cat in the presence of Jeremy's allergies. In fact, a family perspective

would allow for understanding that an overall balance is at play within the

family, one that gives higher priority to certain aspects of living than health

!
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professionals' held values. Professionals need to understand and accept this,

and be prepared to surrender the responsibility for consequences to families

themselves, without value judgements. This is very difficult in the light of

epidemiological and medical knowledge about health risk behavior and its

associated long-term individual and societal costs. Consequently,

professionals are compelled to behave ethically and in what they consider to

be the best interests of the child, parents, and family. Respectful, egalitarian

negotiation is one solution to potential dilemmas, but this is not possible in

an environment of condescension or superiority. Again, "meeting in the

middle" is possible only if both families and health professionals are willing

and able to understand and acknowledge the realities and views of the other.

Scientific and educational efforts must be directed toward this aim.

Before turning to more general issues of program and policy planning, I

would like to demarcate selected, specific applications of the findings of this

research for clinical nursing practice, in both the hospital and the community.

This discussion is exemplary of many ways that nurses might consider using

the findings in care. First, nursing assessments and diagnoses that direct care

should be focused on the family unit as well as the child and his or her

siblings and parents. Although I acknowledge that this is more difficult to do

and requires skill and experience, family care and the quality of that care is

dependent on it. Consideration of the family unit as needing and deserving

care changes the nature of the nursing being offered, but I would argue, not

necessarily the total load of care. Parents can give, and often want to give the

care to their child if they have the skills. In this event, the pediatric or

community health nurse's role frequently changes to one of assessor,

facilitator, resource, and educator. Much of what parents report they need

from HCPs is empathic understanding, a commodity that can be offered as

*
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other, perhaps more physical, interventions are being carried out. As Gilliss

(1991) has said, however, nurses must continue to work to clarify what is a

family level assessment or nursing intervention.

The diagnostic period is often the most intense period of involvement

between the family and members of the health care system. Ways in which

the negative effects of this period (and any hospitalization) could be

minimized for families, individual members, and the affected child deserve

nurses' thought and action. Overcoming parents' sense of invasion, threat,

and isolation need particular attention. Minimizing waiting is important.

Communication of what is or will be going on from the perspective of the

family is critical. This is also the period during which it is essential to

transmit respect for family and members' strengths, because it lays the

foundation for future egalitarian health care relationships. It is important to

acknowledge that both family members' negative and positive responses are

useful for them in some way; nursing efforts directed toward helping them

discover ways to balance, manage, adapt, tolerate, and change or maintain

their family image within their own resources are more profitable in the

long-term than imposing outside requirements on them. Recall that the

definition of a "good" health professional is one who does not push, but lets

people take their own time to adjust and learn.

Certainly many concrete interventions are implied by these findings.

Parents and children do need accurate honest information at a pace they can

manage (which emphasizes the importance of on-going assessment). They

require help in learning how to balance; telling them of others' experiences

close to their own and listening and supporting their decisions is important.

Parents in this study expressed general confidence in their skills, but often

when there is a new demand and the balance is threatened, or a different
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situation requires management or adaptation, they need the additional

assurance that health care professionals, relatives, and friends are convinced

that they will be able to work things out.

Relief from fatigue and allowing for adequate leisure is a problem in

families where a child has a chronic condition—for all the members, but

especially parents. Sometimes health care professionals could be more

concrete and specific about suggesting strategies to deal with fatigue. What

works for one family may not work for another, so an accurate and thorough

knowledge of the family situation is essential before such interventions are

embarked upon. The same is true of helping with parents' frustrations with

constantly needing to inform and teach others about their child and about the

condition. Community health or hospital nurses can assist teaching of school

personnel, the children's peers, extended family members, or friends. Health

professionals could encourage interaction about the issues in such

frustrations and act as a sounding board while parents work through the

issues and the solutions.

Families' new, accepted-by-them normal requires acceptance by others

outside the family. Study parents reported that they would like to see/hear

some public attention and education devoted to what it is like for families to

live with a chronically ill member. Ideally, this process should be experiential

(visual and sound images perhaps) as well as factual. Cooperation of print

and visual media would be important. Families and/or nurses could initiate

and carry out such a mini-campaign, though unfortunately, to be true to the

data of this project, families themselves are so busy it is ironic that this sort of

involvement would be difficult for most of them. Health care professionals

with insight may have to take the initiative for such measures.
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The effectiveness of many of the suggestions about care made in this

section could be evaluated through intervention studies. What would be the

effect (outcomes) of teaching health professionals the family view of living

with chronicity? How would parents experience more empathic

understanding of their situations by health professionals? Would either

families or HCPs behave any differently? How could admission procedures

or initial teaching plans (at the time of diagnosis) be changed to affect families

more positively? Could parents be given the responsibility of completing

admission procedures at clinic readmissions? Would this minimize waiting

and keep them actively involved in care? Do nurses and other health

professionals communicate effectively, at both the individual and family

(group) level? What would be the effect of a communications workshop for a

group of hospital-based or community-based nurses who work with families

whose children have a chronic condition? What would be the effect of

irregular, occasional respite program (almost special baby-sitting relief) for

parents' leisure or rest? What would be the outcomes of a 24-hour call-in

service line for parents, who could use it to simply obtain a second opinion

on a decision they needed to make or an "ear" for a problem they were

having (like a crisis line, but not for crises)? The same principle might be

applied to more concrete substantive needs; currently community health

nurses are too busy for unscheduled health checks at home, or sudden

requests for information from a play-mate's parent. A systematically

evaluated service that filled this need would be a significant break-through,

for practice and practice-based research.

Policy Implications. There are also program planning and policy

implications that I extrapolate from the findings of this research. Preventive

and health promoting community programs are needed to address some
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"quality of life" issues for families who live every day with the effects of a

child's chronic condition. As mentioned, to help lessen the load of working

things out, a program of community-based support is necessary. For example,

to facilitate their being able to help out more effectively, training programs for

interested friends and relatives would fill a significant need. Some basic

measures families require need not be expensive: availability of phone-in

information and support, baby-sitting relief (preferably with short-notice

availability), perhaps a handicapped accessible drop-in center, a loan-and

swap exchange for child-sized equipment, clothes, and toys. Although it has

been called for before, this "one stop supermarket" approach (Gallagher,

Beckman, & Cross, 1983) to the provision of services seems no closer, yet is a

practical and relatively inexpensive alternative, albeit an organizational

challenge.

Public education, and education and values-focused training for public

officials with whom families deal for disability-related funding and services is

much needed. For example, it is one thing to have a policy that children with

chronic conditions be integrated in community schools and programs, but

then have personnel and accessibility policies that do not facilitate use of

those services. Families have many positive experiences accessing

community based services, but often run into road-blocks where implications

have not been worked through, such as elevator access to a summer day

camp program location. Sometimes bureaucratic rules and regulations or the

bureaucrats themselves are obstructionist and unfriendly, compounding

parents' and families' work and contributing to unpleasant, perhaps

stigmatizing, sorts of experiences. Funding and supportive infrastructures for

broader based respite care programs is also needed. At present, in the area

where this research was conducted, respite and "at-home" support is

2
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available, but the programs and their qualification standards require

reassessment in order to facilitate partial access by more families. This would

ease their loads in the care they provide at home for children with less severe

problems. In other words, support is available for families where a child is

more profoundly affected by a chronic condition, but it is assumed

erroneously that families like those in this study, whose family life is touched

in every respect by the extra demands attributable to less handicapping

conditions, can "cope". They do because they have to; but they too need to

have their loads eased. Certainly more financial support is required as well

for school integration programs, which are generally going well, but for

which parents are acting as the primary resources. Teacher aides and teacher

in-service training requires professional support as well.

Primarily, families need flexible help that comes to them—"closer to

home"—preferably with as little "red tape" as possible, because sometimes the

hassles are less if you do something yourself. However, what is apparently

less hassle in the short run, may be more or broader strain in the long run,

such as absorbing the expense of something immediately, then not having

money for something else that comes up later.

In summary, understanding of the major processes families use to deal

with a child's chronicity directs specific care measures at the diagnostic, early

adaptation, and long-term adaptation phases of living with the child's

condition. Knowledge of family processes would help nurses and other HCPs

to see family perspectives, be more appropriately empathic, and design care

measures to promote balancing, managing, tolerating, adapting, and family

image maintaining strategies. Families would be much better supported by

health professionals and policies that looked at living with chronicity from

the family's perspective rather than only their own. Since they have only
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their own perspective from which to operate, families need the reassurance

that their experiences and ways of handling things are like those of families

in similar circumstances. It is hard to live with chronicity, but their best effort

is as good as any family's, their perspective is reasonable if it is their own and

grounded in their reality, and their own resources may be supplemented

from time to time with community/health care system resources specifically

but flexibly designed to meet their needs.
-

It is not enough to understand—as an intellectual exercise. The theory

discovered in this project (underlined eloquently by the families themselves)

directs health care professionals to put thought and effort into demonstrating

that they understand the family's perspective, and that they can translate that

understanding into behaviors that family members can see and benefit from.

Most families willingly take on the responsibility and additional burden of

caring for their affected child at home; for the most part they can work things

out. What this theory directs health professionals to do is provide tangible

interpersonal and instrumental support in the form of interventions and

policies that ease their load.

Family Study. Using Grounded Theory

How can we give family oriented care if we lack family unit theory

(Shapiro, 1983)? Kazak (1987) notes that "a more systemic consideration of

the family is imperative in order to understand the processes underlying" the

experiences of families' managing pediatric chronicity (p. 144). Her work has

used parents and children separately to inform about families. In 1970,

Aldous called for creativity in the development of family theory. Grounded

theory was one of four strategies she put forward at that time as ways to

generate theory for research and clinical work with families. Now, over two

decades later, interpretive methods are still rare in family study. Two recent
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advances were the publication of the first collected volume about the use of

qualitative methods in family research by Gilgun and her colleagues (1992),

and Anselm Strauss' and Juliet Corbin's recent invitation to "dialogue" about

grounded theory in family study at a major family conference (the 1992

National Council for Family Relations Annual Conference). This

dissertation research has demonstrated that family system processes can be

systematically and fruitfully studied, restricted only by the analyst's personal

conceptual limitations.

Grounded theory offers a strong, suitable methodology for advancing

family theory development. With its emphasis on process and

action/interaction, it has proved itself ideal for the development of concepts

about families grounded soundly in observations of and interviews with

families. Its techniques have provided the rigor and systematic methods

necessary for examining both family level and member level processes, so

that the outcome is credible, valid explanation of how young families

function when a child has a long-term health problem. Certainly grounded

theory has proved valuable in this project. Its procedures and techniques

have provided the means to direct and handle a huge volume of data of very

different conceptual levels. The techniques provided a systematic way to

examine the interactions of family life, so that the "story", the organization,

and the processes of family life with a child's chronic condition could be more

easily understood at the system level. Rigorous attention to each concept has

mapped out its properties and dimensions and facilitated first hypothesizing,

then confirming, the propositional links between concepts. Application of

the conditional matrix has permitted exploration of links to community and

the formal and informal health care system that is in keeping with a social

ecological perspective.
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In addressing the conceptual and methodological issues in family

nursing research, Feetham (1991) focused on differentiating between family

related research and family research. And having so said, Feetham went on

to admonish family nurse researchers for failing to ground their work in

explicit conceptualizations of family. However, she fails to acknowledge the

paucity of sound, utilitarian mid-range theory available to use in planning

clinical nursing research. The grand theory she suggested (such as choice,

exchange, symbolic interactionism, systems, etc.), although available and

useful, may not provide family nurse investigators with the practical,

intuitively sensible guide they need to design family-unit level projects.

Moreover, in implicitly taking an empiricist view to building family nursing

science, Feetham fails to even acknowledge the role of the qualitative

methods in the generation of suitable family theory.

The theoretical constructs discovered in this study of families and

pediatric chronicity is a step toward the generation of useful, practice-based

theory, with potential for use in both nursing care of families and research

with families in health care. Gerhardt (1990) draws an important conclusion:

often only historical (i.e., interpretive) evidence can provide the comparisons

necessary for the development of explanatory theory, but in qualitative

research, both the data and analyses are constructions, a problem the methods

share with positivist approaches. Therefore, it is important to systematically

consider all avenues to knowledge development about families. Both

qualitative and quantitative methods are suitable to family study.

I think many family researchers would be surprised to know the rich

insight they are missing in not tapping more into data supplied by even very

young children. For example, in this study observations revealed how

children's moods and fatigue affected family interactions, processes, and

e
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activities. Children verbalized insights into family affairs that were

startlingly informative, such as five-year-old Aarin Roberts' awareness that

her parents valued her riding therapy more than she did on the day I went

with them; she would rather have stayed home to draw and color. The same

day, she insightfully remarked to me that her mother "made" her wear the

outfit she had on because her mother thought it was cute and it was her

mother's favorite color. This same child revealed awareness of the effect of

her reluctance to settle to sleep and night-time waking had on her parents,

and spontaneously volunteered her own impression of this, different from

her parents' view. As might be expected, older children were somewhat

more spontaneous in their comments and demonstrated that they had

considered family issues and relationships more. For example, the two Neare

boys (ages 10 and 11) volunteered family-related information while they were

engaged in a seemingly unrelated activity. Parental likes and dislikes, family

rules, their perception of parental characteristics, their impression of

disciplinary issues were spontaneously and comfortably offered me as early as

the second family visit.

Data from or about the children in his study were a mixture of

observational and verbal and collected one-to-one, in combination with

siblings, and in conjoint family groups including one or both parents. With

the exceptions perhaps of infant Annie Ralston and neurologically

handicapped Derek Holberg, all the children in the study initiated interaction

with me at some point without my prompting. There is a wealth of

understanding about the workings of families to be gained from observations

of and conversations with children; they are an underutilized source of

information about family processes (Hayes, 1993).

s
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Throughout this chapter, I have mentioned some family research ideas

that could extend, refine, and apply the theory developed during this project

to date. My own research program will continue to build on these findings,

further refining the theory at first, extending it to specific other family

groupings such as discrete diagnostic groups, families with specific health care

problems (such as pain management at home or neonatal intensive care

"graduates"), then progressing to evaluation of existing and new nursing

interventions and programs. Policy-level outcomes are an ultimate goal.

The immediate modest expansion over the next year includes the addition of

new families, preferably of other cultures and circumstances, to provide

opportunity to deepen the conceptualizations through further delineation of

the categories' properties, possibly suggesting new concepts, hypotheses, and

propositions (linkages). Since many families currently in the project will be

continuing, a much-needed longitudinal perspective will enhance the

developing theory as well (Gallagher et al., 1983).

In addition, continued analysis of existing data from this project may

yield other concepts not explored in this report, such as how or whether

stigma operates in these families and more about children's managing and

balancing strategies, for example. More specific focus on child health

outcomes seems indicated as well as family effects: what are the mediating

effects of family life for the ill child? As noted in Chapter 5, Working Things

Out, the processual elements of the concept maintaining family image require

development. How families work out their new normal would be an

interesting addition to understanding families like those in this study. How

do the theoretical formulations suggested by this discovered theory play out

in other family situations, such as for families with chronically ill or disabled

adult members, or where family resources are strained and the suggested
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processes are not working things out? How do they apply in families with

young children where it is a parent who has the long-term health problem?

Do the concepts apply in families of other cultures, both within a dominant

white, English-speaking North American situation or in other countries? In

particular, in British Columbia we need to examine the responses to chronic

illness and disability of Indo-Canadians, Chinese and Japanese Canadians and

families from our First Nations. Do the concepts apply in families whose

reserves are completely drained by the requirements of caring for a youngster

with a severe or complex chronic illness, or in "dysfunctional" families?

What are the developmental implications for families? That is, do things get

better for parents (as suggested) as the affected child gets older? What

happens with adolescence? What comparisons can be made with families

who are not dealing with a chronic condition? Or whose ill member is

institutionalized or lives with others? What can families themselves tell us

(and what can we extrapolate) about health promotion, health maintenance,

and health improvement practices that are (or could be) part of daily life

when a child has a chronic condition? I trust these and other questions will

stimulate others' future research and theory development as well as my own.

Conclusion

I have conceptualized family level and individual member level

responses and adjustments as a meta-process, "working things out" in daily

life, an interpretive "story" fundamental to understanding families because it

arises from families' own actions and words. The participant families'

degrees of commitment to and involvement in the project are testimony to

how important it is to them that their story be told and heard. This theory

explains their situations; it legitimizes what they do, how hard they work.

The study has resulted in credible, significant insight into daily family life

~
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when a child has a long-term health problem, with some slant toward family

health care issues. It documents family system variables that are most closely

associated with children's chronic conditions, specific processes operating in

families that help them manage the effects of the child's condition, and it has

identified some of the family/health care system/community interactions

that promote family health and ease the load they carry. This is not "new"
knowledge, but the theory generated is comprehensive, integrated, and

multidimensional.

Family system/family interaction research is complex and difficult to do

(Eisler, Dare, & Szmukler, 1988). This project has demonstrated that it is

containable, practical, and possible, but a suitable method is critical. As

White (1984) has so eloquently stated, families are more than the sum of their

parts, therefore summing the findings of family measures, or even

performing complex statistical maneuvers with weighted scores, does not

address the composite picture of what the family is, does, or how it functions.

Only research that examines action and the interactive, processual elements

of family life can do that. Grounded theory has proved a valuable and useful

method for tapping into the experiences of families in this project.

If we want to foster the health of children who have chronic conditions,

we need to promote their families' health as they juggle the extra demands of

the chronicity in their daily lives. Improved understanding of families as

they respond as systems to their children's chronic conditions will enhance

care directly and provide guidance for health care policy related to families

who are shouldering an important societal responsibility: working things out

at home day-by-day in the presence of a child's chronic condition.
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Appendix A

Human Subjects Considerations

Ethical approvals were obtained from the appropriate Review Committees at
the University of British Columbia and the University of California, San Francisco
(Approval certificates are attached as Appendix E, pp. 288-289).

Informed written consent was obtained as outlined in the Procedures section,
pages 95-96) (see Consent/Assent Form, Appendix B, pp. 283-284). This form
outlines the purpose and methods of the study, assures anonymity, confidentiality,
privacy, and precludes jeopardy to health care as outlined below. It explains the
flexible nature and number of observations and interviews, and assures participants
that they may withdraw at any time. Ample opportunity was provided prior to and
at any time during the study for questions or requests for further information.
Children who are over six years and interested signed their assent on their parents'
consent form, once the parents are confident that adequate, developmentally
appropriate information has been given and understood.

Coercion of families was avoided by the use of an introduction to the study and
the investigator by an impartial third party nurse, and by use of the explanatory
letter. It had been the experience of the investigator and others that that families
generally welcome the opportunity to talk with an interested person; they report
that the process of participating in the research helps them clarify issues or see
things in new ways. It is acknowledged however, that involvement by the
investigator in everyday family activities may threaten privacy, make people feel
uncomfortable, or be a hindrance. Families were therefore assured that they may
refuse to participate, refuse to answer any question or participate in any activity at
any time, and could withdraw from the study at any time without jeopardy to their
ill child's care and without any effects for the family or any of its members.

Confidentiality, anonymity, and privacy was assured as well. No marks
identifying individual families or members appear or will appear on any
documents, tapes, photographs, or articles. A code, known only to the investigator,
is the only association between with raw and summary data such as memos.
Consent forms are stored separately from the data and, like all data, in a locked filing
cabinet. Participants were told they could read or view any of the data at any time
(none did), and were asked to verify observations and interpretations from time to
time by reacting to verbal information from the investigator and brief, written
summaries. All data will be destroyed (by shredding or erasure) five years after the
completion of the study. No family or individual will be identified in any
publication arising from the research nor in the dissertation. Pseudonyms will be
exclusively used in written reports. Details of stories may be altered (with
acknowledgement) in publications in order to assure anonymity.

Risks and Benefits. Family members were told that it might feel uncomfortable
to talk about the effect of having a chronically ill child in their family, and that
certain data collection techniques may make them feel awkward or uncomfortable,
especially at first. Total time commitment by family members was estimated to be
approximately 4-20 hours over six weeks to six months. There are no known direct
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benefits to participants, but the indirect benefits were thought to be assistance in
increasing health professionals' understanding of the family perspective of
childhood chronic illness, and participation in the development of beginning theory
that may be used to guide better interventions for families and improved, truly
family-centered health care services and policies. No remuneration was given for
participation.

Families received a copy of their signed consent form. Copies of all their own
data will be available to each family to keep if they wish them; this includes
audiotapes, photographs, and transcriptions. A short written report will be offered
to all participants, and a thank-you letter will be sent as soon as a family's
participation in the study is finished.
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University of British Columbia
and

University of California, San Francisco

Consent/Assent to Participate in a Research Project

Project Title: The Impact of a Child's Long-Term Health Concern Within the Family

Purpose:
Jinny Hayes, RN, PhD (Candidate), from the School of Nursing at the University of British
Columbia is conducting a study about daily family life when a child has a long-term health
concern. Our family is being asked to participate in this research.

Procedures:
If we agree to participate in the study, Jinny will visit our home, and other locations where our
family interacts, in order to observe and talk with us about what it is like to have a child with a
long-term health concern in our family. The timing and length of visits will be arranged at our
family's convenience. Sometimes conversations will be tape recorded and transcribed later and
Jinny will also write some notes about her observations. We will fill out three questionnaires
twice: once at the beginning and once at the end of the study. We may contribute family pictures
and videos to the study if we choose. We will meet with Jinny several times over the next few
weeks, sometimes as individuals and sometimes as a whole family. Altogether, 10 to 30 hours of
observation and conversation will take place with our family over two weeks to four months.

Risks/Discomforts:
Talking about our family's situation may be difficult or unpleasant at times. However, we are
free to share whatever aspects of our family life we wish. We may refuse to answer any question
at any time without any repercussions for our family or individual members. Participation in the
study may involve a loss of privacy, but several precautions are taken to avoid this: Tapes and
written materials are identified by a number known only to Jinny, not by our names. Tapes,
transcriptions, field notes, photographs, and videos are kept in a locked cabinet and are only for
Jinny's use. Only small segments of our conversations will be shared with her university
consultants, and will never be identified directly with our family. All of the data will be
destroyed five years after the end of the study, unless we specifically indicate otherwise. We
may request to be given some of the data to see or keep, such as written summaries, tapes, or
photographs.

Benefits:
-

There are no direct personal benefits for our family. However, the information we provide will
help health care providers to better understand what daily family life is like when a child has a
long-term health concern. Other families who have participated in similar research have reported
that it is helpful and informative for their families to think and talk over the effects of the long
term health concern in their families.

Costs/Reimbursement:
There will be no costs to our family of being in the study. There is no reimbursement for our
participation.

Researcher: Jinny Hayes, RN, PhD (Candidate)
Assistant Professor of Nursing
University of British Columbia, and
Doctoral Candidate
Department of Family Health Care Nursing
University of California, San Francisco

Home address: 6212 Marine Drive Burnaby, BC, V3N2Y1
520-0604 (home) 822-7477 (office)
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Department of Family Health Care Nursing
School of Nursing
University of California, San Francisco
San Francisco, CA 94143-0606
415-476-4558

If I have any comments or concerns about about participation in this study, we should first talk
with the investigator. If for some reason we do not wish to do this, we may contact one of the
Committees on Human Research, which are concerned with the protection of volunteers in
research projects. We may reach the committee offices between 8.30 and 4.30, Monday through
Friday, by calling 822-8584 at UBC, Vancouver or 415-476-1814 at UCSF in San Francisco, or
by writing either Committee on Human Research: IRC 331/323,2194 Health Sciences Mall,
Vancouver, BC, V6T1W5, or Box 0616, University of California San Francisco, San Francisco,

CAº; 6. The UBC Approval Number for this project is B91-234 and the UCSF one isH348- 1.
-

Consent

We will be given a copy of this consent/assent to keep
t

Participation in research is voluntary. We are free to decline to be in this study or refuse to
answer any questions at any time. We may also stop an interview or observation at any time too,
without repercussions of any kind for our family.

Pa"— Signature of Parent

Signature of Parent

Name of child who has received developmentally
appropriate information about the study, but is too
young to give his/her own consent

Parent: I consent■ do not consent

Name of child who has received developmentally
appropriate information about the study, but is too
young to give his/her own consent

Parent: I consent/do not consent

Name of child who has received developmentally
appropriate information about the study, but is too
young to give his/her own consent

Parent: I consent■ do not consent

September 25, 1991
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Appendix C

Bulletin Board Advertisement

Living with a Child with a
Long-Term Health Concern

Seeking: Families who have a child with a long-term health concern. At
this time, we need families with two adults, and a child under 12
years who has had any health condition of a year's duration.
Brothers and sisters welcome!

For: Research project that is examining on-going, daily family life

Reason: To help lay people and health professionals better understand
families' perspectives of living day-by-day with a child who has a
long-term health concern.

Your Part: Include the researcher in selected daily family activities — at
your convenience -- over two or three months. She will
observe, participate in, and talk with all your family members
from time to time.

Contact: Iinny Hayes, Assistant Professor
School of Nursing
University of British Columbia
2211 Wesbrook Mall, Vancouver, BC, V6T 2B5
OR

6212 Marine Drive, Burnaby, BC, V3N2Y1
520-0604 (H)(this is best) or 822-7477 (O)
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Appendix C

Newsletter Advertisement

Families Sought for Nursing Research

Families are sought for a research project that is examining on-going daily life
for families who have a child with a long-term health concern. The
researcher is interested in the whole family, and would like to observe,
participate in, and talk with all your family members during various family
activities and routines. The research has been underway since September
1991 and this phase will run till June 1992, possibly continuing into the Fall.
The researcher would visit your family three or more times — at your
convenience -- over two or three months. The researcher is an experienced
pediatric nurse, who wishes to help lay people and her fellow health

+

professionals to better understand families' perspectives of living day by day
with a child who has a long-term health concern.

If you would like more information, phone or write:
Jinny Hayes, Assistant Professor of Nursing
University of British Columbia School of Nursing and
PhD Candidate, University of California, San Francisco
6212 Marine Drive, Burnaby, BC, V3N2Y1
520-0604 (this is best) or 822-7477 (o)
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Appendix D

Initial Informal Interview Guide:
Some Questions and Probes

Open with introductory "light" talk and collection of demographic information to
assist with building rapport. Listen as members "tell their story". Note who talks,
when, how often, to whom, etc.

1. Please tell me something about what it's like having (child)
in your family.

In your experience, is your family different in any way because you have
(child)?

Could you please tell me a little about the day-to-day adjustments your family
makes because of 's (child) (illness)?

Does you family have to approach things differently?
Are there particular things or tasks that have to be integrated into your

family life?
Do certain people (name family members) have specific jobs or tasks?

Can you tell me some things you do to cope with (child's
illness)?

Do certain people (family members) have certain responsibilities?
(Probe here for family strengths).

How are decisions about your child(ren)'s health made in your family?

Are there things that others could do to help you with being the parent of
a child with (child's condition)?

Would you have any general advice for other parents of children with
(child's condition)?

In a "perfect world" how could things be made better for your family?
(Probe here for interactions with the health care system).

Do you have any general advice for health care providers who work with
families who have a child like (child)?

:
s
>

º º

7.

º
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Appendix E

COMMITTEE ON HUMAN RESEARCH
OFFICE OF RESEARCH AFFAIRS, Box 0962
UNIVERSITY OF CALIFORNLA, SAN FRANCISCO

TO: Ida M. Martinson, Ph.D. Virginia E. Hayes, RN, MN
Box 0606 Box 0606

RE: The Impact of a Child's Chronic Illness Within the Family

The Committee on Human Research, the UCSF Institutional Review Board holding
Department of Health and Human Services Multiple Assurance #M-1169, has reviewed and
approved this application to involve humans as research subjects.

APPROVAL NUMBER: H848-06988-01A. This number is a UCSF CHR number and should
be used on all consent forms, correspondence and patient charts.

APPROVAL DATE: September 11, 1991. Expedited Review

EXPIRATION DATE: July 15, 1992. If the project is to continue, it must be renewed by
the expiration date. See reverse side for details.

ADVERSE REACTIONS/COMPLICATIONS: All problems having to do with subject
safety must be reported to the CHR within ten working days.

MODIFICATIONS: All protocol changes involving subjects must have prior CHR
approval.

QUESTIONS: Please contact the office of the Committee on Human Research at
(415) 476-1814 or campus mail stop, Box 0962.

Since

X)^
Reese T. Jones, M.D.
Chairman
Committee on Hudhan Research

HEPC Project # 91006988

Z.

-
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The University of British Columbia B91-234
Office of Research Services

-

BEHAVIOURAL SCIENCES SCREENING COMMITTEE FOR RESEARCH
AND OTHER STUDIES INVOLVING HUMAN SUBJECTS

C E R T I F I C A T E Of A P P R O V A L

INVESTIGATOR: Hayes, V. E.

UBC DEPT: Nursing

INSTITUTION: Community

TITLE: Impact of a child’s chronic illness within
athe family

NUMBER: B91-234

APPROVED: AUG 21 1831

The protocol describing the above-named project has been
reviewed by the Committee and the experimental procedures were
found to be acceptable on ethical grounds for research
involving human subjects.

r. R. D./Spratley
Director, Research Services
and Acting Chairman

THIS CERTIFICATE OF APPROVAL IS VALID FOR THREE YEARS
FROM THE ABOVE APPROVAL DATE PROVIDED THERE IS NO

CHANGE IN THE EXPERIMENTAL PROCEDURES
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Appendix F

School of Nursing
T. 206-2211 Wesbrook Mall

Vancouver, B.C. Canada V6T 2B5

Fax: (604) 822-7466

Dear Family,

I am interested in what it is like for your family to live day-by-day with a child who has
along-term health concern. I am conducting a nursing research project about this and
am pleased that your family has requested more information about it. The purpose is to
obtain a better understanding of families 'perspectives of the experience of daily life
with a child's long-term health concern, and to communicate this to health providers.

This is what would be involved if your whole family agrees to participate. At first we
would set up a time for me to visit your home when all or most of your family can be
present. At this visit I will provide more information about the study and answer any
questions you might have The members of your family would sign a consent form, and
we would talk a little about your family's situation and you could tell me important
things about your family history. At this or the next visit, there are three short forms for
you to fill out with questions about the family environment, family functioning, and the
impact of the child's health concern.

Over the next few weeks, we would set up more opportunities for me to observe your
family activities and talk with you about them, all at your convenience. Sometimes
these will be with individuals in your family and sometimes with the whole family
together. Sometimes I will tape-record our conversations so that I can later go bad to
them to analyze what is important in your family. I may go for walks with you, or
shopping, or soccer games, or to the doctor's office or clinic if everyone agrees. Til later
make notes of activities such as these I could also provideyou with some film for
taking pictures or videos of any family activities that you want the study to have in
order to better understand your situation. At the end of the study, I may ask you to do
the same three questionnaires again.

You may refuse to answer any of my questions or not complete any portion of the forms
at any time, with absolutely norepercussions for you. Your family identity will not be
disclosed to others, the data will be used only to compose a general picture of daily
family life for the research report and publication in professional journals.

2
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Altogether, your family's total time commitment may range from 4 to 20 hours, spread
at your convenience over six weeks to four months, any time after next week. If, when
your family talks this over, you would like more information or would like to
participate, please call me at my home telephone number given below. I have an
answering madhine, and will return your call assoon as I can. I will also call you (if you
have given me your number) to find out your decision if I have not heard from you in
two weeks.

I am an experienced nurse who has worked with children and families like yours for 25
years and have also done this sort of research before. This project is part of my work for
a doctoral degree at the University of California at San Francisco.

Thank you for your interest in this study. Pleasemention the study to any other
families you think may beinterested I think it is important to inform health
professionals and others about families daily life so that they may be more
understanding and plan to better meet families' health care needs.

Sincerely,

Jimny Hayes, RN, MN
Assistant Professor, UBC Nursing and
Doctoral Candidate

Department of Family Health Care Nursing
University of California, San Francisco
520-0604 (home) 822-7477 (Office)
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Family Name
& Number

01 Roberts

02 Ross

03 Norman

04 Kalousek

05 Ibbetson

06 Neare

07 MacKenzie

08 Sandher

09 Holberg

10 Lobban

Appendix G

Summary of Family Composition Using Pseudonyms

Parents

Sally
Hugh

Barbara
Brian

Linda

Elaine (g'mother)

Virginia
Robert

Laura
Harald

Gloria
Bill

Gail
Keith

Sarida
Kial

Sheila

Murray

Jenny
Bill

Children

Aarin (5 years)
Katie (2.5 years)

David (4 years)
Annie (1 year)

Jeremy (6 years)

James (5 years)

Michelle (6 years)
Tabatha (4 years)

Michael (10 years)
Matthew (9 years)

Christine (7 years)
Steven (9 years)

A (10 years)
A (6 years)
A (3 years)
H (1 year)

Derek (3 years)
Eloise (2 months)

Terri (6.5 years)
Andrew & Colin

(5.5 years)

Ill Child’s

Diagnosis

Cerebral Palsy

Congenital Heart

Anaphylactic Allergy

Diabetes

Meningomyelocele

Juv. Rheum. Arthritis

Meningomyelocele

Congenital Heart
Asthma

Neurological Trauma

Asthma
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Appendix H

Coding Examples: Family Level and Member Level

A. Balancing at the Family Level

M: It was just -- it was so difficult because I knew there was *4. wºsomething wrong (I: it would've been just—) and I was all worried and ‘We’s
we took her to see Dr. H., but Dr. H. was away, so it was a sick-leave * @ LJe_ce (\c. SS

replacement. (C1: Boo) And this woman is very competent, very • Lost “A

giving, just like H. is. • CAx- sºckey
I: I'm confused about how old she was at the time. (Other noises of C1
gabbling and F. talking with him)

M: She would've been— I think she was just about— She was born (al■ º atta Duº
Friday morning....(Rising nonsense noises from C1 and Ci and F. talking )

with them both in the background) bºt con■ e *36sº
Verbel■ conversal n

- ')
-

C1: Wanna have some tea' bec. G. deral (s.
M: Sure, that's a good idea!

C1: The water gonna be tea.

M: Are we gonna have real wa— Let's not have real water, Dave. We C2 \} tes {e
can pretend. (N. .

I: What a nice tea set.

C1: No, no, no.

M: Just a tiny bit. (more noises from Annie)

I: I take it that, that this room is usually not full of toys—or did you pick
up for my benefit? (? & tectºo-º-c-ºs)

M: Well, we tr— What we do, Jinny—over there, see, Annie. doesn't ■
)have any of her toys organized yet - y'know, she just recently got u 6 tºnts' rutds (sc

and started doing the amount of walking. so(Idon't have things \\{ q_tm& SS V S -
organized in her room for toys. So that's where she has, actually, two \,\a's dou. tº "d S :
big carts that could be Stashed and when Kºhave dinner parties they

go down the hall. – Miss part-- ” ■ u(ca.S
+S modults (■ ee onI: Oh, I See, so it is also a dining room.

C1: This tea's yours. close º {s( (S mºtº

-

º
2 º

*

* >
º

- - - - -

\--

‘■ º
-º-º:
f = i

RA
- r

---

tº º
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M: We don't have a family room, like other— See I would like to have a
family room, up here, but we don't. (F. We have—) See■ this room is {{a_-kémº

reasonably tidy all the time, except when company comes, then we Telanº,
break the rules, 'cause the kids like to be with us. º
I: Yeah, yeah.

F: Downstairs we have a family room and a play room, but, uh ...

M: They're too little to go down unaccompanied. (02/1/7/1)

B. Keeping Perspective at the Member Level (Parents)

I: It's amazing though how you sit back at this stage and you
kind of analyze it. Like you're sort of pre-analyzing.

M: Well, I guess, you know, there's always people around to
point out what your problems are going to be. And I don't
know if that's a good thing or a bad thing. I think we do tend
to— One of the pieces of advice given to us long, long ago,
and it's easy to say, and sometimes it's harder to do than odºu, co- Q 8, a
others)is you have to just take it one day at a time. That et ars × 2.
sounds just so lovely as so many of these little hints are, but
doing .. another thing. The only thing that knowing all of * Core-tº-43 ok)these things, I think can help you, is to prevent some of
them. You know, lots of these ºsure
they have some time where the special needs child isn't
there. They go off with the typical kid and do something
without anyone feeling badly. Like if Katie Wants to go run
in the park and climb on the gyms and do these things.

I. She doesn't have to worry about considering.
+vow

-

fact dutiºn of us are going to
(U&be over helping Aarin climb up and no one is paying

attention to Katie who wants to show us that she can hang by
her feet from a trapeze, you know. And that's the kind of
thing that Thinkówe have to try. And even already... there
are sometimes we entirely forget Katie. Aarin's got to be at
school,(She's got to be at #; and she's got horseback
riding and Aarin this and Aarin that. And Katie goes from
the house to the van to the Van to the house, to the van to cºre lat-º Ul
the house. Well, that child didn't— It was a whole world Hº ; *H, tº Sw US &
built around her. And I know this is the condition of <cod.
#. Their whole world sort of is

-

º .# Je■ ).not the same as the first child, but.... (01/2/32/3) –A■ 3. A tº @*

-v-

*A*\\ Attas $ 2

**** ***.
Vo Sºrsº cus* **, Mule J,

\{S. Q&c. & CUvº ) _{c,
-

M: That's right. Or the

f
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