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Increased numbers of children who are
technology-dependent are now being cared for at home by
parents and other caregivers. However, there is
inadequate understanding of the daily lives of families
who care for technology-dependent children at home and
how these families manage over time.

The purpose of this descriptive, naturalistic study
was to explore the meaning of and factors involved in the
long-term home care of a child who is technology-
dependent from the family's point of view using an
interpretive interactionist approach (Denzin, 1989). The
sensitizing theoretical framework for the study was
Kazak’'s (1986, 1989, 1992) systems and social-ecological

model.
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The purposive sample consisted of 15 families which
included at least one child aged 3-12 years who: (a) had
been technology-dependent and living at home for at least
one year, and (b) was medically stable at the time of the
study. Family experiences with childhood technoloay
dependence were explored using unstructured parental
interviews and home observations of family members
engaged in usual routines and activities of daily living.
Demographic data were also obtained.

Four themes emerged from the interpretive
interactionist data analysis: (a) managing daily life
with technology, (b) negotiating with outside entities,
(c) maintaining a functioning family, and (d) making
sense of life. The potential for frequent and unexpected
change, unpredictability, and limited parental control
inherent in each of these major thematic areas
contributed to families’ perceptions of the fragility and
instability of family life with technology. The
contextualization of the phenomenon of family experience
with long-term childhood technology dependence revealed
that families felt as if they were "living in a house of
cards." Major strategies used to increase stability were
vigilance, advocacy, and reframing. Based on the results

of the study, recommendations for nursing are made.
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CHAPTER ONE
INTRODUCTION TO STUDY

Reliance on and faith in technology have long been
viewed as characteristic features of American society
{Allan & Hall, 1988; Sandelowski, 1993). Advances in
biomedical science have enabled us to save and extend the
lives of many individuals, including children, who
formerly would have died. Some of these individuals
continue to live, however, with an ongoing need for a
high level of care and are reliant on technological
devices for their survival. Consequently, a growing
number of children in the United States are dependent for
their well-being and survival on sophisticated
technologies and on expert care in the home that has
traditionally been performed only by registered nurses
and physicians in institutional settings (Hutchins &
McPherson, 1989; Stein, 1985).

It is estimated that in 1987 there were between
10,000 and 68,000 children in the United States receiving
ventilator assistance, parenteral nutrition, prolonged
use of intravenous drugs, or other device-based
respiratory or nutritional support in their homes
(Hochstadt & Yost, 1989; Office of Technology Assessment

[OTA]l, 1987). Since that time, even more of these
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children are probably being cared for at home by parents
and other caregivers. However, the experiences of
families who are dependent on technology for the
maintenance of a child member’s life have not been fully
examined.
Purpose

The purpose of this naturalistic study was to
explore the meaning of and factors involved in caring for
a technology-dependent child at home. Investigation of
childhood technology dependence from the family’s point
of view is lacking, and little is known about the long-
term impact of caring for a technology-dependent child on
family life. This study focused on the subjective and
personal experiences of families with technology-
dependent children through the use of an interpretive
interactionist approach and as such will contribute to
the body of knowledge concerning the phenomenon of long-
term childhood technology dependence.

Background and Significance

Chronic health problems, whether present at birth or
diagnosed later in childhood, present many challenges for
children and their families. The terms chronic health
problem, chronic condition, or chronic illness refer to

any long-term impairment that interferes with an

2
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individual’s ability to function fully in the environment
(Thomas, 1987a; Woods, Yates, & Primomo, 1989). The
course and prognosis of chronic conditions vary greatly
and are unpredictable in many instances. Chronic
conditions are rarely cured; instead, they are manéged
through individual and family effort.

An estimated 20 million children under the age of 18
in the United States, or about 10-15% of the childhood
population, are affected by some type of chronic health
problem, with approximately one million of these children
having severe chronic conditions (Newacheck & Taylor,
1992; Patterson, 1988; Walker, Epstein, Taylor, Crocker,
& Tuttle, 1989). Because of improved health care
technology and treatment, more children with severe
chronic conditions are surviving for longer periods of
time. A subpopulation of children with chronic
conditions are those who are technology-dependent.

According to Sandelowski (1993), technology
dependency refers to the short- or long-term reliance on
devices and techniques to evaluate, satisfy, or resolve
health-related needs or problems. The technology-
dependent child is defined by the U.S. Congress Office of
Technology Assessment (1987) as one who needs both a

medical device to compensate for the loss of a vital body
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function as well as substantial and ongoing nursing care
to avert death or further disability.

Most children with chronic health problems, even
those who are technology-dependent, are now being cared
for at home. Several reasons for the increased use of
technology in the home have been identified: (a)
technologies have improved in recent years, making it
technically feasible to care for children with complex
medical care needs in the home setting; (b) it has been
demonstrated that families can learn to provide safe,
effective care to children with special health care
needs; (c) the search for alternative approaches to care
in light of rising hospital costs and reduced payments
for inpatient care led to the discovery that home care
was more cost-effective than hospital care; and (d) the
potential for adverse developmental consequences appears
to be greater for children in prolonged institutional
care than for children who are cared for at home (Aday &
Wegener, 1988; Handy, 1989; Hazlett, 1989; Kaufman &
Hardy-Ribakow, 1987; Patterson, Leonard, & Titus, 1992).

Despite the increasing incidence and special needs
of children who are technology-dependent and their
families, there is little published research specific to

this population. Most of the research to date has
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focused on the safety and cost-effectiveness of home
care, and the initial transition phase from hospital to
home (Aday, Aitken, & Wegener, 1988; Frates, Splaingard,
Smith, & Harrison, 1985; Hazlett, 1989; Hochstadt & Yost,
1989; Leonard, Brust, & Sielaff, 1991; Quint, Chesterman,
Crain, Winkleby, & Boyce, 1990; Youngblut, Brennan, &
Swegart, 1994). Very little is known about the daily
lives of families with children who are technology-
dependent and how these families manage over time.
Research Questions

The goal of this research study was to address the
following research questions in order to elicit
information about the ongoing experiences of families who
are caring for a child who is technology-dependent at
home.

1. What does it mean to families to have a child
member who is technology-dependent?

2. How do families that include a child who is
technology-dependent adapt to and manage daily life with
technology?

3. What do parents perceive as factors which hinder
their family’s abilities to adapt to life with a child

who is technology-dependent?
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4. What do parents perceive as factors which
enhance their strengths as a family?

5. How do parents with children who are technology-
dependent perceive their family’s relationships and
interactions with wembers of the health care system?

Knowledge of these phenomena will enable families
with children who are technology-dependent and the health
care professionals who work with them to better
understand the effects of technology dependence on family
life, and will aid nurses in planning and implementing
more effective and holistic care for these families.

Conceptual Orientation

Interpretive interactionism (Denzin, 1989), a
qualitative method which endeavors "to make the world of
lived experience directly accessible to the reader" (p.
10), was employed in this study to provide insight
regarding family experiences related to caring for a
technology-dependent child at home. The interpretive
approach advocated by Denzin (1989) is used in research
attempting to examine the relationship between personal
problems and the public policies and services created to
address those problems. A major goal of this study was

to provide a deeper understanding of long-term childhood
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technology dependence as it relates to family life and
the interface between family life and the larger society.

The interpretive interactionist approach, according
to Denzin (1989), is deliberately nonpositivistic. While
the positivistic paradigm presupposes human behavior can
be examined within the structure of a theoretical model,
interpretive interactionism strives for a "concept-free
mode of discourse and expression" (Denzin, 1989, p. 25).
When conducting an interpretive interactionist study, the
researcher’s personal biases and conceptual orientation,
which influence the approach to the study, must be
acknowledged so their influences on the phenomenon may be
recognized (Denzin, 1989; Spradley, 1979).

The purpose of a naturalistic study is to discover,
not verify (Sandelowski, 1986). In other words, theory
does not determine the research design; rather, theory
emerges from the implications of the research data
(Reinharz, 1983). Therefore, a conceptual orientation or
sensitizing framework would be an appropriate
representation of the role of theory when the researcher
adopts an interpretive perspective.

The conceptual orientation that provided a
sensitizing foundation for this study is Kazak’s (1986,

1989, 1992) systems and social-ecological model, which is

7
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a synthesis of family systems theory and Bronfenbrenner’s
(1979) model of the ecology of human development. This
model is consistent with the stated purpose and
methodology of the proposed study.

Originally adapted from biology and physics
theories, systems theory emphasizes the principles of
organization and interrelatedness (Bertalanffy, 1968).
Major assumptions of systems theory as they apply to the
family system include the following: (a) families are
composed of interrelated and interdependent members; (b)
changes or problems in any one of the family members
affects all other family members as well as the system as
a whole; (c) the family system is greater than and
different from the sum of its parts; (d) family systems
change constantly in response to both internal and
external stresses and strains; and (e) the family
maintains a state of homeostasis via multiple mechanisms,
including intra-family hierarchies, family rules and
paradigms, and maintenance of family boundaries (Mercer,
1989). From a family systems perspective, then, a
chronic health problem such as childhood technology
dependence does not affect only the child; instead, it

has ramifications for all members of the family system.
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One criticism of family systems theory is that the
emphasis on the system aspects of the family may obscure
the individual’s experiences, contributions, personality,
and development (Kazak, 1989). An integration of systems
theory with a social ecological model may be useful in
providing a conceptual base for studying families as well
as the individuals, including children, who comprise
these families.

Social ecology is the study of the interactive
process of progressive accommodation between the
developing human being and the settings and contexts in
which the person is actively involved (Bronfenbrenner,
1979). The model of the ecology of human development
delineates four nested systems in society: the
microsystem, mesosystem, exosystem, and macrosystem
(Bronfenbrenner, 1979). The microsystem consists of
resources, activities, roles, and interpersonal
interactions experienced by an individual or a family in
a particular setting, usually the home. Elements of the
microsystem in the context of childhood technology
dependence would include the home environment, patterns
of communication, and adaptations in coping with

stressful life events related to technology dependence.
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The next system, the mesosystem, encompasses the
interactive relationships of smaller settings outside of
the home in which the child or family actively
participates. Schools, hospitals and clinics,
neighborhoods, church activities, and parent support
groups are examples of parts of the mesosystem.

A system more peripheral to the child and family is
the exosystem. The exosystem is defined as including
settings that do not involve the child or family directly
as active participants but in which events occur that
affect the family. For the technology-dependent child
and his/her family, the exosystem may include such
elements as parental work environments, home health care
agency policies, school board meetings, and the media.

The most distant system from the family is the
overarching entity referred to as the macrosystem. The
macrosystem consists of large environments that have an
impact on the family such as culture and social policy.
Some macrosystemic issues, including health care
financing and the provision of access to educational
services, have affected technology-dependent children and
their families in a direct, tangible way. Other parts of

the macrosystem such as societal norms, stigma, religious

10
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ideologies, and cultural diversity have a more subtle
impact on families and are thus more difficult to assess.

The systems and social-ecological framework for
viewing the family considers the child as nested within
the family and the family as an open system which is
actively influencing and being influenced by the larger
systems (Kazak, 1992). Families with children who are
technology-dependent interact frequently and often
intensively with other systems in society. 1In addition,
societal issues and mandates influence family adaptation
and adjustment. This research study examined family
experiences with long-term childhood technology
dependence from a microsystem perspective as well as from
the "larger systems" perspective, and in particular the
families’ experiences with the health care system.

Definitions

For purposes of this study, four essential concepts
were defined as follows:

1. Childhood technology dependence: A condition
which requirés both: (a) a medical device to compensate
for the loss of a vital body function, and (b)
substantial and ongoing nursing care to avert death or
further disability (OTA, 1987). In this study,

technology-assisted category 1 (children on mechanical

11
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ventilators), category 2 (children requiring prolonged
intravenous administration of nutritional substances or
drugs such as total parenteral nutrition), and category 3
(children with daily dependence on other respiratory or
nutritional devices such as tracheostomies, suctioning,
oxygen support, or gastrostomy feedings) were used as
prototypes of childhood technology dependence (OTA,

1987) .

2. Technology-dependent child: A child 3-12 years
of age who has been technology-dependent and living in
the home for one year or more.

3. Family: A group of interdependent individuals,
containing at least one parent and one child who is
technology-dependent, who have been living together for a
minimum of one year.

4. Parent: A natural, adoptive or foster mother or
father, legal guardian, or other significant adult living
in the household who acts in a caregiving relationship
with a child who is technology-dependent.

Assumptions and Limitations

This study was based on the assumption that home
care is generally preferable to institutional care for
the stable child who is technology-dependent.

Individuals are viewed as being in a state of continuous

12
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development and are considered to be capable of creating
and discovering meanings for themselves (Reinharz, 1983).
Therefore, parents and other family members were aware of
experiences related to living with technology that affect
family life and were able to articulate these accurately
to the researcher.

Naturalistic research is based upon the assumption
that humans are complex beings that are best studied in
their naturalistic environments using a holistic approach
(Denzin, 1989:; Lincoln & Guba, 1985). In addition, this
researcher also accepted three assumptions addressed by
Denzin (1989) as organizing the process of interpretive
interactionism. These assumptions are: (a) in the world
of human experience, causal explanations cannot capture
reality; thus, only interpretation of subjective human
experience is possible; (b) understanding can be created
by attempting to make interpretations available to
others; and (c¢) all interpretations are provisional,
incomplete, and can never be finished.

Generalizability is not a characteristic of research
done in the naturalistic paradigm. Instead, the results
of this study have provided a thick description of the
lived experience of family life with a technology-

dependent child. Thick description, as defined by Denzin

13
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(1989), refers to capturing the meaning of the
experiences in a rich, detailed manner in contrast to
thin description which is simply a factual description.
Such basic research is essential in areas that have not
been thoroughly explored in order to establish the
foundation for further research and theoretical
development.

Replication of naturalistic studies is generally not
possible due to the complexity and uniqueness of each
study'’'s participants. Therefore, although the
methodology may be replicated, it is doubtful that the
results would be duplicated. However, common patterns
exist, are reproducible, and are relevant to health care
professionals.

Summary

In conclusion, the purpose of this naturalistic
study was to identify factors that impact on family
adaptation to long-term childhood technology dependence.
The sample consisted of parents who had children who were
technology-dependent, aged 3-12 years, and had been
living at home for at least one year. Bronfenbrenner'’'s
(1979) model of the ecology of human development as
adapted by Kazak (1986, 1989, 1992) provided the

sensitizing framework for this study.
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CHAPTER TWO
REVIEW OF LITERATURE

This chapter presents a review of the literature
pertinent to the phenomenon under study. In the context
of interpretive interactionism, a literature review is an
essential early step in the interpretive procegss and is
referred to as deconstruction.

According to Denzin (1989), a deconstructive reading
of a phenomenon is constituted by a critical analysis of
how the phenomenon has been "presented, studied, and
analyzed in the existing research and theoretical
literature" (p. 50). The process of deconstruction is
characterized by the following steps: (a) prior
conceptions of the phenomenon in question are identified
and then critically analyzed; (b) an examination of the
underlying theoretical model of human action used in
previous studies is undertaken; and (c) the
preconceptions and biases that surround current
understanding of the phenomencn being explored are
discussed.

The literature on chronic illness in childhood is
extensive, complex, and ranges in scope from the
individual to the societal level of analysis. This

deconstruction will focus on selected representative
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literature where the family is the primary area of
interest and will include three major components:
(a) impact of childhood chronic illness on the family;
(b) environmental influences on families with chronically
ill children; and (c) families with technology-dependent
children. All three of these components are interrelated
and interactive. As a whole, they provide an inclusive
overview of the research related to families of children
who are technology-dependent.

Impact of Childhood Chronic Illness on the Family

The presence of a chronic condition in one family
member affects the family as a whole (Hobbs, Perrin, &
Ireys, 1985). For both child and family, chronic illness
is a "perpetual, demanding companion; a lifelong
associate; a constant shadow" (Hobbs et al., 1985, p.
62) . This section of the review of literature, impact of
childhood chronic illness on the family, will focus on
four major areas: (a) family perception of and beliefs
about the illness experience; (b) uncertainty in chronic
illness; (c) stresses and strengths in families who have
a child with a chronic condition; and (d) family

management of childhood chronic illness.

16

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Family Perception of and Beliefs about the Illness
Experience

One of the factors that influences the impact that a
childhood chronic condition will have on a family is the
family’s definition of the situation. This term refers
to the meaning ascribed to the illness by the family of a
chronically ill child and includes how the family members
identify and interpret significant events in their lives
(Knafl & Deatrick, 1990).

According to Strauss et al. (1984), the meaning of
the chronic illness experience to the individual and the
family affects the entire course, or trajectory, of the
illness. The shape of each person’s trajectory of
chronic illness is different because it is comprised of
not only the physiological characteristics of the
disease, but also of individual and family definitions of
what is expected in the course of the illness process.
Uncertain trajectories, such as those found with many
chronic conditions, tend to maximize personal and
familial hardships. Since chronic conditions are often
unpredictable in progression and are not curable, the
child and/or family expend a great deal of energy and
resources in areas related to the disease condition. 1In

order to adapt successfully to long-term chronic health
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problems, it is essential that the individual and his/her
family come to terms with the illness trajectory, however
they define it.

Although the importance of the individual family’s
perceptions of their experiences has been acknowledged in
both the literature and in clinical practice, there is
little research related specifically to beliefs about
illness in families who have a child with a chronic
health problem. One reason for this may be the fact that
the meaning and the demands of childhood chronic illness
change with the child’s age and developmental status, as
well as with developmental changes in the family (Kazak,
1989). Longitudinal studies that would support or
dispute this contention are lacking.

Marteau and Johnston (1986) hypothesized that
parents’ beliefs about their child’s chronic health
problem were based upon their experiences with people who
had that particular illness. Parents of children aged 1-
15 with diabetes (n=197), asthma (n=37), epilepsy (n=30),
and no chronic illness (n=69) participated in the study.
Measures of two specific beliefs, perceived seriousness
of an illness and perceived vulnerability of an
individual to illness, were obtained, as well as

information related to the course of the child’s illness,
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family history, and experience with illness. Overall,
parents of children with a particular health problem
perceived that health problem to be less serious than did
parents of children without that particular illness. For
example, ratings of the seriousness of epilepsy by
mothers and fathers of children with epilepsy were
significantly lower than ratings by all other parents (F=
9.70, p <.01). Experiences with relatives and other
persons who have a particular chronic illness may
influence parents’ beliefs as well. The majority of
parents did not feel that their child was more vulnerable
to any of eleven other childhood illnesses because of the
child’s health status. The researchers felt the results
were congruent with the tendency of individuals to
minimize the severity of a stressful situation or event.

Parental attitude towards epilepsy was studied by
Austin, McBride, & Davis (1984). Subjects were 50
parents whose school-aged children were being treated for
epilepsy but had no other health problems and were not
mentally retarded. Attitude scores were found to be
neutral or slightly positive as a whole, and the majority
of parents expressed both positive and negative beliefs
about epilepsy. Parental attitudes were not

significantly influenced by seizure control, perception
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of seizure control, or the length of time that the child
had had epilepsy. However, parental attitudes were more
negative when the child was a female (F(1,28)= 7.56, p
<.01). There were no significant differences in the
attitudes of fathers as compared to mothers.

Parents’ perceptions of the family experience of
learning to care for a child who is blind and the
meanings associated with that experience was the focus of
an interpretive study by Kodadek & Haylor {(1990).
Intensive interviews of 20 parents (8 fathers and 12
mothers) representing 12 families provided data for the
study. Analysis and interpretation of the data revealed
four paradigms or models that captured the various family
response patterns to the experience of having a child who
is blind. These paradigms were labeled by the
researchers as "the realistically accepting family", "the
perfect blind child family", "the devoted parent family",
and "the overwhelmed family". The four paradigms
differed in several areas, including the meaning of their
child’s blindness to the parents, their acceptance of the
diagnosis, and the values parents placed on independence
for their child. The researchers suggested that families

in these different paradigms probably require different
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nursing interventions and that movement from one paradigm
to another is possible.

Overall, the studies cited indicate that parental
perceptions of their child’s chronic health problem can
have a substantial impact on family life and family
interactions with society. Perceptions of parents who
have children with other types of chronic conditions,
including technology dependence, remain largely
unexplored.

Uncertainty in Chronic Illness

One of the most difficult aspects of chronic illness
may be the uncertainty that accompanies it. Many factors
related to the experience of parenting a child with a
chronic condition can engender uncertainty: the type of
health problem, the prognosis for survival, the unknown
elements of the future, and concerns about one’s ability
to love and parent a child with a disability (Anderson,
1981; Koocher, 1984; Mishel, 1983; Van Riper & Selder,
1989). VUncertainty occurs when one is unable to
determine the meaning of illness-related events; it
generally results from an inability to assign definite
values to objects and events and/or an inability to
accurately predict outcomes because of lack of sufficient

cues (Mishel, 1988).
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A qualitative, descriptive study of 16 parents of
young children with Down syndrome found that initial
sources of uncertainty for these parents included the
unexpected diagnosis of Down syndrome, concerns about the
future, apprehensions regarding parenting abilities, and
the initial responses by health professionals (Van Riper
& Selder, 1989). Parental concern about the future
continued to be a source of uncertainty as their children
grew older. Other ongoing sources of uncertainty were
the child’s health status and the child’s involvement in
an educational program. Parents attempted to decrease
uncertainty through information-seeking, comparison with
other parents in similar circumstances, and
normalization.

Parental uncertainty generally increases whenever
the child with a chronic health problem is hospitalized,
whether this is the prolonged initial hospitalization
that may occur after the child is born or the additional
hospitalizations that may occur throughout the child’s
life. To measure the uncertainty parents experience
concerning their child’s illness, Mishel (1983) developed
the Parental Perception of Uncertainty Scale (PPUS). The
PPUS was administered to 272 parents of children ages

infancy to 19 who were hospitalized for medical,
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surgical, or diagnostic reasons. Parents in the medical
and diagnostic groups felt they had less information,
experienced greater ambiguity, and had a greater sense of
unpredictability about events than did parents in the
surgical group (medical vs. surgical t = 3.03, p <.01;
diagnostic vs. surgical t = 3.60, p <.01). When
comparing the medical and diagnostic groups, no
significant differences were found on the total PPUS
scale; thus, the author concluded that both the medical
and the diagnostic groups of parents appeared to be
dealing with multiple uncertainty-producing events.

A qualitative study of the families of 60 children
with acute myeloblastic or lymphoblastic leukemia
revealed that the experience of uncertainty and the
search for meaning were the characteristic features of
the impact of childhood cancer on the patients and their
families (Comaroff & Maguire, 1981). These features
affected all aspects of the illness experience, including
the initial impact of diagnosis, the treatment phase,
remission, and the threat of uncertain outcome. Parents
also felt that their relationships with others, and even
with their child, were influenced by the pervasive

uncertainty they felt.
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In a review of the literature related to the
psychological stresses of treatment of serious childhood
illness, Koocher (1984) used cystic fibrosis and acute
lymphoblastic leukemia as paradigmatic examples of
chronic life-threatening diseases. Along with the
prolongation of life due to more aggressive treatment
regimes in these diseases comes an extension of the
duration of the illness and an increased amount of
ambiguity regarding the ultimate outcome. In some
instances, the course of treatment for the illness has
become noxious or even life-threatening in itself.
Parents and older children may choose to deal with
uncertainty through the use of adaptive denial, which
serves to enable the individual to escape distress about
matters over which he or she has basically no control.
Persons who are unable to cope with high levels of
uncertainty may experience chronic anxiety, depression,
or loss of future orientation.

Parental response to the uncertainty caused by
childhood cancer was also the focus of a longitudinal
study of 10 families, five of whose children died within
two years of diagnosis and five of whose children were
long-term survivors (Cohen & Martinson, 1988). As a

result of the unexpected diagnosis and unpredictability
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of the disease, parents’ ability to adequately interpret
their children’s physiologic and behavioral cues was
found to be impaired. 1In families with a surviving
child, parents were unable to distinguish normal
variations in the child’s behavior from behaviors that
were indicative of illness, and there was a heightened
sensitivity to any sign of threat to the child’s health.
Families whose child did not survive transferred their
uncertainty about determining normalcy to younger
siblings. Impaired ability to appraise normal childhood
illness and behaviors continued, and parents frequently
worried when a younger sibling approached the age at
which the child with cancer had been diagnosed or showed
any type of resemblance to the dead child. Uncertainty
was thus perceived to be a chronic facet of the lives of
these families, regardless of the survival or death of
the affected child.

Jessop and Stein (1985) used a noncategorical
approach to chronic illness in their study of 209 mothers
of children aged birth to 11 years with a variety of
chronic health problems. The sample was urban,
predominantly poor, and primarily composed of members of
minority ethnic groups. Data were obtained from a home

interview and from a provider'’s assessment conducted at
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the time of enrollment in the study. The researchers’
hypothesis that the specific type of chronic illness was
not as important to the child and family as were
variables such as prognosis, visibility, severity,
disability, and types of physical cares and treatments
needed was supported. Several significant dimensions of
illness emerged: (a) interference with the child’s
ability to engage in activities of daily living, (b)
normal or abnormal appearance, (c¢) the presence of major
surgical procedures, and (d) whether the family needs to
expect changes in the child’s condition. Interestingly,
mothers of children with normal appearance reported that
the condition had a greater impact on the family, and
these children were reported to have poorer functional
status than children whose handicap was visible (F= 7.43,
p <.01). The lack of visible difference between a child
with a chronic condition and a child without such a
condition may have made it more difficult to recognize,
diagnose, and deal with the chronic condition, thereby
increasing parental uncertainty. Uncertainty was also
associated with the need to be vigilant for changes in
the child’s condition (Jessop & Stein, 1985).

According to Mishel (1990), the high levels of

continual uncertainty which are associated with chronic
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conditions can lead to disorganization and confusion in
one’'s life. However, this uncertainty may also be a
stimulus for families to reformulate their view of life
from a mechanistic paradigm to a probabilistic one. This
probabilistic world view enables uncertainty to be
evaluated as opportunity rather than dangexr. Maintenance
of the new paradigm is accomplished in part through the
use of two environmental forces: support resources and
health care providers. Although the assumption that
chronic uncertainty can lead to a new perspective on life
has not yet been examined empirically, a changed world
view could have a profound effect on the overall impact
of childhood chronic illness on the family. Moreover,
this may explain how families achieve success in managing
the long-term care of a child with a chronic condition.
Family Stresses and Strengths

Families who manage the lifetime care of a child
with a chronic health problem encounter multiple stresses
and demands over prolonged periods of time. These
stresses, which can have a profound impact on family
life, include altered family relationships, changes in
family activities and routines, need for compliance with
time-consuming treatment regimens, financial strains,

worries about the future, social isolation, and stigma.
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Family Stresses

Strauss and associates (1984) presented a holistic
framework that delineates seven key problems of daily
living associated with chronic illness: (a) prevention
and management of medical crises; (b) control of
symptoms; (c) management of treatment regimerns: (d)
prevention of, or living with, changes in social supports
and networks; (e) management of the illness trajectory;
(f) normalization of lifestyle and interactions with
others; and (g) financial management. Long-term
adaptation to chronic illness involves continuous
attention to all of these problems. Parents who have a
child with a chronic health problem certainly encounter
all of these problems in addition to the unique
challenges to parenting that arise on a daily basis.

Parents of children with three different chronic
conditions, neuromuscular disease (n=16), cystic fibrosis
(n=16), and renal disease (n=11), were compared with
parents of healthy children who were matched by age with
the affected children to determine differences in family
functioning (Holroyd & Guthrie, 1986). Parents of
children with chronic health problems had higher stress
scores than the control groups, and each of the three

groups exhibited different patterns of stressful
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response, with parents of children with neuromuscular
disease demonstrating higher levels of stress than the
other two clinical groups. Parents of children with
cystic fibrosis experienced less stress than had been
predicted, and parents of children with renal disease
were similar to parents of healthy children in their view
of family problems and strengths. The researchers felt
that family stress may increase as the chronic condition
progresses to stages of more severe functional
impairment, and that differences found in family
functioning in this study were reflective of differences
in the children’s chronic illnesses.

McKinney and Peterson (1987) examined child
diagnosis, social support network, type of early
intervention program, and perceived control as moderators
of stress responses in 67 mothers of developmentally
disabled children aged 7 to 41 months. Diagnosis itself
did not relate to stress response outcomes, but specific
characteristics of children with developmental
disabilities, such as child demandingness and mood, acted
as greater stressors than characteristics of
nonhandicapped children. A pattern of increased stress
scores across levels of severity of physical disability

was also found, implying that children with moderate and
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severe physical impairment placed more demands on the
mother. Mothers with a high degree of perceived control
and less perceived spouse support showed significantly
higher stress scores than other mothers (F(1, 62) = 5.45,
p <.05). Type of early intervention program had no
significant effects on level of stress.

Using a telephone survey (N=201), McCormick,
Charney, and Stemmler (1986) assessed the influence of a
variety of sociodemographic and child health factors on
maternal perception of the impact on the family of having
a child with spina bifida (myelomeningocele). Parents
perceived higher levels of stress on the family due to
the child’s health problem in single-parent families, in
families with lower maternal educational attainment, and
in families with lower incomes. Step-wise multiple
regression analysis revealed that child characteristics
such as number of limitations in activities of daily
living, parental assessment of fair or poor health,
frequency of visits to a physician, and expenses of
medical care; and family resources such as family income,
educational level, and number of adults in the home were
the major predictors of high family impact, accounting
for 27.6 % of the variance. Other factors, including age

and gender of child, number of other children in the
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household, and employment status of the mother, were not
related to the impact on the family.

Family stress, resources, parental coping, and
family types were measured in 58 two-parent families of
children with myelomeningocele (McCubbin, 1988). The
sample was divided into three groups based on whether the
child had a mild (n=19), mo