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A fiddler on the roof. Sounds crazy, no?

But in our little village, you might say every one of us is a fiddler on the roof,
trying to scratch out a pleasant, simple tune without breaking his neck. It isn’t easy.



ABSTRACT

TITLE: Medically Fragile Children in Pediatric Skilled Nursing Facilities:
Parents’ Experience of Care
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Families whose young children are medically fragile, technology depéndent,
and severely neurodevelopmentally impaired face wrenching dilemmas regarding
their children’s post-hospital care. Increasingly, parents who deplete their own
resources for providing 24-hour nursing care at home turn to pediatric skilled
nursing facilities for their children’s care. Yet, there was little formal knowledge
about these facilities or about parents’ satisfaction with care. This descriptive,
exploratory study used a strategic constituent perspective of organizational
effectiveness to elicit what parents described as facility strengths and weaknesses,
examine factors that influence parental satisfaction with care, and survey parents’
views of an ideal pediatric skilled nursing organization.

A purposively selected sample of 23 parents whose children were receiving
long-term nursing care in any of three Portland, Oregon, area pediatric skilled

nursing facilities participated in individual in-depth interviews lasting an average of
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3% hours. Approximately 4 months later, 18 of these same parents met for focus
group interviews, which also averaged 3% hours.

Major findings included that parents’ first priority is the quality of their
child’s life; parents were deeply affected by who was caring for their child. Frequent
staff turnover negatively influenced families’ peace of mind, comfort, satisfaction,
and well-being. Parents used indicators of organizational stability and family-
centered, quality care to evaluate effectiveness. Parents described experiencing
facilities that were effective in some areas while simultaneously not so effective in
others.

Parent satisfaction was achieved through successful negotiation of decision-
making partnership with staff for their child’s care; establishment of supportive
relationships among facility staff and other parents as well as friends and relatives;
and "getting their lives back," that is, attending to other pleasures and
responsibilities of life in addition to overseeing the medically fragile child’s care.
Pediatric skilled nursing facilities can meet parents’ needs and contribute to the
health of the entire family. Parents’ conceptions of an ideal facility can be regarded

as a resource for facilities interested in designing space and improving service.



vii

TABLE OF CONTENTS
CHAPTER PAGE
1 INTRODUCTION .. ........... ... 1
2 REVIEWOFTHE LITERATURE . ................ .. .. 7
Descriptions, Definitions, and Prevalence of Medically Fragile/

Severely Neurodevelopmentally Impaired Children . . . .. .. .. 7
Organizational Effectiveness . . ... ... ........... .. . . . .. 17
Parent Satisfaction . .......... ... ... ... ... . ... .. . . . 29
3 DESIGNAND METHODS . ................... . .. .. 34
BRI b o mon woaBetiaass vnran aflgl Do ass T0L o . 34
ORRITID: e e 2w o E'3 a e 8% & o 303 e [0 e SO lamd OO 35
SERAR 53 rn nosbiciduoa asnae a2l Tl . . 36
Data'Colleetion . ..oy veiivuion s oin ot asss e s, 49
Digha ADRIVEIR. v coopwuriavb b aMe o't 5w a s 8 S 00w 0 00 . o o 56
Credibility, Auditability, and Fittingness . . . . .............. 60
Protection of Human Subjects . . ... ................ ... . 62
A RESULES ..ocuivahvhadhoumss nm . dghie ool oou. .. 64

Parents’ Descriptions of their Experiences with Pediatric Skilled
Nursing Facilities . . . ................... ... ... . . 65
Parents’ Experience of Organizational Effectiveness . ......... 90

Parents’ Satisfaction with Pediatric Skilled Nursing Facilities ... 118



Parents’ Descriptions of Their Ideal Pediatric Skilled Nursing

Organization . ...................... ... ... .. . 124
5 DISCUSSION AND IMPLICATIONS ... .................. 135
Parents’ Overall Experience .. ................... . . .. 135

Organizational Effectiveness: Conceptualization and Measurement 142

Implications and Recommendations . ................... 156

Conclusion ............. .. ... ... ... ... ... .. 173

BBEERENCES. . . 5o aac @ sl biagig 55 - gl » 8m e gusersonsn nme oo 174
APPENDICES

A Sample Letter of Support and Access . . ... ................. 185

B Individual Interview Guide . . . .. ............. ... ... ... . 186

C Focus Group Work Sheet . ...................... ... ... 192

D DemographicData . ....................... ... .. .. .. 193

B COBEIE FOMN s oo ok dbmals 5 gk 50 e o8y 28n o oo o e 195

F  Pre-Established Data Analysis Codes . ..................... 201



TABLE

=

1X

LIST OF TABLES

PAGE
Age of Children at Onset of Symptoms and Diagnosis . . .......... 41
Number of Inpatient Admissions Experienced Prior to Long Term Care
AGIUESION & o s o 8. -5 08 shes Ha o 8as - Ganyon oren oo s 43
Parents’ Educational Levels .. ....................... ... . 45
Experience of Parents in Other Roles with Formal Organizations . . . . . 46
Number of Siblings in Family Home During Child’s Residence . . . . . . 47

Annual Household Income and Family Size . . .. .............. . 48



CHAPTER 1
INTRODUCTION

Families whose infants and children are medically fragile, technologically
dependent, and severely neurodevelopmentally impaired face wrenching dilemmas
regarding their children’s post-hospital care. The survival rates of medically fragile
children have improved in recent years. Children who otherwise might not have
lived because of premature birth, congenital disorders, infectious diseases, or trauma
are surviving the acute care phase, in part because of technological advances in
medical and surgical care. In addition, the numbers of premature infants and young
victims of trauma have increased (Kohrman, 1991). Many of these children endure,
but with serious health and neurodevelopmental impairments, and, frequently, with
continued dependence on various technologies.

Parents assume responsibility for providing complex nursing care at home as
hospitals discharge children with serious health problems (Lewis, Alford-Winston,
Billy-Kornas, McCaustland, & Tachman, 1992; Patterson, Jernell, Leonard, &
Titus, 1994; Stevens, 1994). Care of children in their own homes is a widely-
accepted ideal, yet increasingly it is recognized that this alternative is not feasible for
all families. The support systems that must be in place for successful home care are
extensive and are not available in all communities. Formal help from nurses,

homemakers, or home health aides is often short-term and limited. If caregiving
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assistance of longer duration is available, it usually is provided by spouses, siblings,
grandparents, and other relatives, evidence that home care of medically fragile
children is often family-based rather than community-based (Brust, Leonard, &
Sielaff, 1992). Not all families have the physical, psychological, emotional, social
and financial resources to provide 24-hour nursing care in their homes on a long-
term basis (Gale, 1989; Hazlett, 1989; Luckenbill, 1988; Sharer & Dixon, 1989).
Pediatric skilled nursing facilities are a crucial resource in the continuum of
children’s care options (Lewis, 1991; Malone-Rising, 1994; Millner, 1991). These
facilities, a type of health care organization, are specifically designed to meet the
long-term health needs of medically fragile children and their families. They provide
programs of planned, individualized, comprehensive, round-the-clock nursing care
to children ages 0 to 21 years. In order for children to receive this skilled level of
care, a physician must certify the need for 24-hour nursing care and prescribe the
admission. Whether freestanding buildings or distinct units within adult nursing
homes, pediatric skilled nursing facilities are licensed by their respective states and
certified for compliance with the same federal guidelines used for adult facilities
accepting Medicaid patients. Unlike most adults receiving nursing home care,
however, the entire population of children in pediatric skilled nursing facilities is
dependent on the staff for their activities of daily living as well as for their very
survival. Administrators in nearly every pediatric facility are concerned about

assessing the effectiveness of their organizations and the care they provide to
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children and families, and appraising whether there are practices they might change
(Smith, 1992).

Assessing effectiveness is complex because of the ambiguity of the concept.
Several organizational theorists viewed effectiveness as the organization’s ability to
satisfy its constituents’ judgments about its quality (Hall, 1987). One of these
theorists, Seashore (1983), noted that interests and values are inherent in the term
"effectiveness.” He regarded "organizational effectiveness" to be a name for a class
of variables defined by their use in a particular context rather than by their
independent descriptive properties. Thus, "effectiveness in a particular case is
whatever some constituent or some researcher making attributions to a constituency
says it is" (Seashore, 1983, p. 65).

Constituents of pediatric skilled nursing facilities were considered to be the
parents and the children. For this study, organizational effectiveness was defined in
two ways. It was defined experientially, as parents’ satisfaction with their
experiences of care in the pediatric skilled nursing facilities in which their children
resided. Parents are the spokespersons for their medically fragile children,
expressing satisfaction or dissatisfaction on behalf of the child in care as well as of
the whole family. Yet, little is known about how parents as consumers and
constituents perceive effectiveness in the facilities caring for their children. There
have been no formal studies gathering data on how families experience pediatric

skilled nursing facilities.
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Secondly, organizational effectiveness was defined theoretically, as including
aspects of family-centered care, a hallmark of health care delivery embraced as a
goal in many settings, and particularly in pediatric environments. The philosophy of
family-centered care influences health care organizations to value (a) parent-
professional collaboration, (b) flexible and responsive health care delivery systems,
and (c) appropriate policies and programs that recognize and respect the needs of
both the child in care and the family (Letourneau & Elliott, 1996). Yet, very little
formal information exists about pediatric skilled nursing facilities and the care they
provide, or about parents’ perceptions of family-centered care practices in these
organizations.

Whether families care for their medically fragile children at home or entrust
them to the care of a health care organization, parents hold the moral authority and
responsibility to safeguard their children and to administer to their needs through
control over care decisions. In a health care setting, satisfactory exercise of this
control may be vicarious (i.e., relinquished to trusted and competent professionals)
or it may be participatory (i.e., accomplished in a partnership between parents and
health care providers) (Zaner & Bliton, 1991).

As competition for health care dollars increases, the roles of consumers in
many areas become more important (Schieber, Poullier, & Greenwald, 1994). At
least one vision for a national long-term care program explicitly fosters consumer

choice in the control of care decisions and the selection of providers (Harrington,



Cassel, Estes, Woolhandler, & Himmelstein, 1994). Yet, little is known about
parents’ preferences and priorities in the facilities caring for their medically fragile
children. Additionally, parents seldom have an opportunity to exercise consumer
choice, because the overall number of pediatric skilled nursing facilities is small and
the facilities usually have waiting lists.

This study is a first step toward developing a theory of organizational
effectiveness that can be used to guide the operation of pediatric skilled nursing
facilities. Parents are constituents of the pediatric skilled nursing organizations; the
concepts of organizational effectiveness and family-centered care will be expanded
by eliciting parents’ perceptions. The overall purpose of this study is to develop
family-based measures of organizational effectiveness that can be used to evaluate
organizational performance.

In addition to expanding the concepts of organizational effectiveness and
family-centered care, interviewing parents about their experiences can have a
positive effect on the parents themselves. Attending to parents’ perceptions elicits
their value preferences (Donabedian, 1988), gives them a voice to share their vision
of their child’s future in order to guide and shape decision-making (Cole, 1990), and
encourages them to articulate their goals, an element of satisfaction which, in turn,
influences emotional well-being, health status, and therapeutic outcomes (Calnan,

1988).



Discussions of nursing home care, particularly for children, can be highly
charged with both positive and negative emotions, with staunch defenders and
vociferous detractors. This study will explore the experiences of those families
whose children receive care in pediatric skilled nursing facilities, rather than
focusing on the supportive or refutive philosophies of others who are peripheral to
the'families’ experience. Neither will this study consider cost comparisons between
pediatric skilled nursing facility care and pediatric home care. Both topics are

worthy of their own studies at a future time.



CHAPTER 2
REVIEW OF THE LITERATURE

Medically fragile, severely neurodevelopmentally impaired children have a
monumental impact on their families. Some families can marshal the necessary
resources to provide 24-hour skilled nursing care in their homes successfully. Others
attempt this intense level of care, then realize that they lack the resources to sustain
it over time. Still others recognize during the child’s transition from acute to
extended care that they cannot provide skilled nursing care at home on a long-term
basis, and must find other options for their child.

This study will address facets of families’ experiences with out-of-home
extended nursing care for their medically fragile, severely neurodevelopmentally
impaired (MF/SNDI) children. These children, who constitute a subgroup of
children with chronic illness, are identified infrequently in the literature. This
chapter will review the literature describing the children and the incidence of
MF/SNDI, effects on families, pediatric skilled nursing facilities, family-centered
care, organizational effectiveness, and parent satisfaction or evaluation of health
care.

Descriptions, Definitions, and Prevalence of Medically Fragile/Severely
Neurodevelopmentally Impaired Children
As the survival rate of infants and children with complex ongoing medical

problems increased in recent years, practitioners grappled with terminology with
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which to describe them. This section will review the major developments to describe
this population of children.
Marker Diseases

In 1983, Hobbs, Perrin, and Ireys conducted a landmark study of chronically
ill children in America. Known as the classic Vanderbilt Study, the project was
intended to shape public policy regarding the organization, costs, and financing of
services for chronically ill children and their families whose needs were believed to
be little known or understood by the general public. The researchers described 11
"marker"” diseases they considered as characteristic of severe chronic illnesses of
childhood, and differentiated them from children’s routine, acute or even fatal
illnesses, stable handicapping conditions such as mental retardation, or mild chronic
illnesses such as allergies or transient asthma (Hobbs et al., 1985). There were
variations in the selected diseases’ pathologies, trajectories, and treatments;
however, they were considered characteristic of children’s severe chronic illnesses
because they shared the similarities of being costly to treat, requiring care over an
extended time period, needing only intermittent medical care but having a daily
family caregiving burden, having an unpredictable disease course, manifesting pain
and discomfort, and often entailing slow deterioration and premature death (Hobbs et
al., 1983). At least partly as a result of this study, the terms "chronically ill" and
“children with special needs" were used to attempt to describe a specific segment of

the nation’s children. These terms, however, did not adequately describe a smaller
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but significant subgroup of chronically ill children whose complex medical problems
required long-term 24-hour nursing care, nor did the diseases selected for the study
capture their typical conditions.

Several other authors attempted to categorize children’s conditions in an
effort to define the health needs of certain segments of the childhood population
(Adams & Hardy, 1989; Aday et al., 1993; Gortmaker & Sappenfield, 1984;
National Health Interview Survey, 1988; Newacheck & Taylor, 1992). Variations in
definitions, as well as differing data collections methods, accounted for wide ranges
of estimates of the prevalence of chronic childhood illness.

Noncategorical Approach

Since the 1980s, several researchers espoused a departure from previous
disease-oriented approaches to child health. They focused their discussions on
describing characteristics of chronic illness as a general category, rather than on
specific disease entities (Revell & Liptak, 1991; Stein & Jessop, 1982, 1989). In the
ongoing effort to identify children with chronic health conditions, Stein, Bauman,
Westbrook, Coupey, and Ireys (1993) proposed a noncategorical framework which
specified the origin, duration, and consequences of disorders. Their framework is
comprehensive and useful for describing the population of children in this study. It
portrays children whose ongoing health conditions required 24-hour nursing care.

Because it was comprehensive, however, it also included children whose ongoing
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care needs were less intense than those who required 24-hour nursing care, as well
as chronically ill children who had periodic acute care episodes.

Stein and her colleagues (Perrin et al., 1993) remarked that public policy is
made more difficult by a categorical approach to chronic conditions because overlaps
or commonalities among conditions are not recognized. In addition, such an
approach includes only those conditions which are easily able to be identified or
labeled, and could exclude from policy decisions persons with multiple conditions,
which occur in about 30% of affected children (p. 791).

Chronically ill children who require skilled nursing care are more similar to
each other than they are to others who carry many of the diagnostic labels in the
studies of Hobbs et al. (1983) and Gortmacher and Sappenfield (1984). Children
with chronic illnesses with potentially serious consequences, such as asthma, cystic
fibrosis, or juvenile-onset diabetes, can be expected to be ambulatory within a
reasonable developmental range and to be cognitively intact, conditions rare for
children needing long-term skilled nursing care.

Technology Dependent

The U.S. Congress Office of Technology Assessment (1987) identified four
separate categories of children it termed "technology-dependent." Children in Group
I are dependent on mechanical ventilators for at least part of each day. Group II
children require extended intravenous nutrition or drug treatment. Group III children

are dependent on mechanical devices for respiratory or nutritional support, such as
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tracheostomy tube care, suctioning, oxygen support, or tube feedings. Finally,
children in Group IV have prolonged dependence on other medical devices which
compensate for vital functions, such as renal dialysis, urinary catheters, or
colostomy bags, and who require daily or nearly daily nursing care, including
cardiorespiratory monitoring or other substantial nursing care in connection with
their disabilities. These Office of Technology Assessment categories include all
children requiring skilled nursing care. However, common usage of the term
"technology-dependent” usually is intended to include only children in the first
category, specifically those who are ventilator-dependent.

In making a case for home and community care for chronically ill children,
Perrin, Shayne, and Bloom (1993) differentiated between two groups of children.
One group consists of those they termed technology-dependent, who rely on
mechanical devices such as ventilators, tracheostomies, IVs, or gastrostomies to
compensate for the inadequate function of their own organs. The second group has
medical conditions which do not necessarily require the use of medical devices but
which entail a considerable burden for their caregivers. In contrast to the U.S.
Office of Technology Assessment, these authors specifically excluded the latter
group from those they considered technology-dependent.

Other Designations
Other practitioners coined several terms in the attempt to describe the most

profoundly medically impaired group of children. These descriptors included
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medically-at-risk, medically complex, medically fragile, children with chronic health
conditions (CCHC), children with special health care needs (CSHCN), children with
complex health-care needs; children with chronic physical conditions; severely-
other-health-impaired (SOHI), disabled children, and children of technology (Bleck,
1992; Cohen, 1985; Hochstadt & Yost, 1991; Richardson, Student, O’Boyle,
Smyth, & Wheeler, 1992; Stein & Jessop, 1984; Stein, Bauman, Westbrook,
Coupey, & Ireys, 1993; Washington State Department of Social and Health Services,
1990; Youngblut, Brennan, & Swegart, 1994).

Researcher’s Definition and Description

Throughout the course of more than three decades’ experience with children
throughout the United States whose medical complexities required long-term 24-hour
nursing care, this researcher observed them to be both medically fragile and severely
neurodevelopmentally impaired, having the following characteristics:

Medically Fragile

The origin of the children’s ongoing health conditions is biologic, rather than
psychologic or cognitive (Stein et al., 1993). Their conditions may be due to such
causes as genetic disorders which result in severe organ system compromise, for
example, Trisomy 13; to serious inborn errors of metabolism, for example, Krabbe’s
disease; to perinatal trauma, such as prematurity or asphyxiation; to the sequelae of
infectious diseases, such as encephalitis or meningitis; or childhood trauma, such as

car accidents, near-drowning accidents, shaken-baby syndrome, or intentional child
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battering. The children require skilled nursing care with and without medical
equipment to support vital functions.
Severely Neurodevelopmentally Impaired

Children whose conditions are medically complex to the extent that they
require long-term 24-hour skilled nursing care usually have experienced profound
central nervous system damage due to their underlying pathologies. One major
consequence of the children’s central nervous system damage is respiratory
impairment, including the inability to cough and control secretions, which results in
frequent upper respiratory infections and which requires compensation such as
ventilator support; tracheostomies and tube changes; frequent mechanical suctioning;
periodic or continuous oxygen administration, chest percussion, postural drainage,
and position changes; frequent administration of antibiotics for bacterial pneumonia
or for complications of viral, hypostatic, or aspiration pneumonia; and, very
importantly, the skilled observation, monitoring, and care planning of registered
nurses.

Another major consequence of the children’s central nervous system damage
is severe seizure disorder, necessitating prompt intervention with medications,
oxygen, and position changes and ongoing assessment of medication efficacy. This
necessitates nurses’ familiarity with the child’s medical history and daily assessment

of the fine balance between manageable sensory stimulation and the onset of seizure
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activity, in order to determine the amount of play, exercise, and educational
intervention a child can tolerate on a given day.

The children’s central nervous system damage causes inability to suck, chew,
and even to swallow, resulting in the risk of aspiration pneumonia and difficulty
maintaining fluid and electrolyte balance. Some children can be skillfully spoon- and
cup-fed; others depend on feedings through nasogastric, jejunostomy, and
gastrostomy tubes.

While the children’s ongoing health conditions are not cognitive in origin,
cognitive impairment often results. Many children are sensory-impaired, with
cortical blindness and deafness. Their levels of awareness are limited. Their
developmental ages can be scattered; overall, however, almost all the children’s
developmental levels score at less than 12 months and most at less than 3 months.
Few of the children requiring 24-hour nursing care are ambulatory; those who walk
usually need personal assistance and assistive devices to do so. Many lack the
developmental achievements of head or trunk control, sitting balance, or the ability
to roll over. Few can crawl or pull themselves to a standing position. Many lack the
fine motor coordination required for reaching purposefully, grasping, or transferring
an object from hand to hand. They rely on others to position them in proper body
alignment, utilizing foam wedges and pillows when the children are lying down, and

various head, trunk, and extremity supports when they are in their wheelchairs.
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Medically fragile, severely neurodevelopmentally impaired children
(MF/SNDI) meet the definition in one or more categories of dependence on
technology as used by the U.S. Office of Technology Assessment (1987). While a
percentage of the children depend on ventilator assistance (Group I), most fall into
Groups II-IV, and in general use of the term, would not be considered "technology-
dependent. "

Prevalence

Because of the many definitions used to identify medically fragile children,
estimates of their numbers also vary widely. Estimates of children with disabilities
include the numbers of those who are chronically ill, as well as those whose
disabling conditions have fewer chronic health implications, such as hearing and
vision impairments, developmental disabilities, and learning disabilities. Estimates
of childhood chronic illness include the numbers of children who are technology-
dependent, as well as those whose health conditions, such as asthma, leukemia,
diabetes, and cardiac disease, are less likely to be reliant continuously on
technological devices. In turn, estimates of the numbers of children who are
technology-dependent include those who are medically fragile and severely
neurodevelopmentally impaired, as well as children who are ventilator-dependent but
neurologically and cognitively intact.

The Vanderbilt Study of 1983 (Hobbs et al., 1985), the cornerstone for many

researchers’ estimates of the number of chronically ill children in the United States,
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and other studies attempted to estimate the prevalence of medically fragile children.
Their estimates varied with the definitions used and the conditions included (Adams
& Hardy, 1989; Aday et al., 1993; Center for Disease Control, 1995; Hobbs et al.,
1985; Newacheck & Taylor, 1992; Perrin, Shayne, & Bloom, 1993). None of these
estimates adequately addressed medically fragile/severely neurodevelopmentally
impaired children exclusively.

The estimate of prevalence most relevant to the population of children in this
study was based on an unduplicated count of children in Massachusetts aged 3
months to 18 years who required at least one form of technological health support
(Palfrey et al., 1994). Based on the 1990 U.S. census figures, the results of their
analysis estimated that 0.16% (2,237) of Massachusetts children ages O to 17 years
were assisted by medical technology, as were 101,800 children nationwide. Data in
this study were collected about many children who would be considered medically
fragile/severely neurodevelopmentally impaired, although other children in the count
were no doubt more medically stable.

In summary, defining and estimating the numbers of children who require 24-
hour nursing care outside their family homes is complicated by the need to consider
both medical condition and care requirements. Some researchers categorized
children’s conditions according to diagnoses; others argued that the specific

diagnostic label was not descriptive of the impact on children’s lives and those of
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their families and that it was more useful to consider the physical, social,
intellectual, and psychological consequences of children’s chronic conditions.

The most relevant prevalence rate for this group estimates that 0.16% of
children O to 17 years nationally require technology assistance (Palfrey et al., 1994).
Medically fragile, severely neurodevelopmentally impaired children are a
subcategory of technology-assisted children and, therefore, their prevalence rate
would be smaller.

Organizational Effectiveness

Organizations are complex systems with multiple functions and programs,
multiple goals that may be conflicting, and multiple constituents that may have
differing expectations. For over 60 years, researchers have studied organizations in
attempts to define them and to understand what made them more or less effective.
While conceptualizing organizations, researchers focused on different facets, such as
the resources an organization requires, its internal processes, or accomplishment of
its goals. Differences in analysts’ perceptions were due at least in part to their
individual values and preferences. Organizational analysts examined effectiveness
from a variety of perspectives. Whether viewing an organization from within or
outside and from diverse vantage points, people’s positions relative to an
organization and their disciplinary frameworks influence their perspectives of it. For
example, consumers, ¢mployees, regulators, sponsors, economists, and social

scientists can be expected to have various perspectives of a health care organization.
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Differences in analysts’ viewpoints and emphases lead to variations in definitions of
organizations as well as of organizational effectiveness and the indicators considered
important in its evaluation.

Definitions and Models of Organizations and Effectiveness
Organizational analysts focused on various elements of organizations,
including efficiency (Weber, 1947); efficiency and effectiveness (Evan, 1976); goal

achievement (Connor, 1980; Etzioni, 1964; Price, 1972); system resources
(Seashore, 1983); constituent satisfaction (Cummings, 1983; Seashore, 1983);
participant opportunities (Cummings, 1983); systems theory (Evan, 1976); political-
economic perspectives (Nord, 1983); and adaptability (Bennis, 1966; Kotter, 1978;
Schein, 1970). Different ways of conceptualizing organizations result in different
definitions of organizational effectiveness.

Models differ in complexity as well. In the simplest models, which focus on
a single dimension, organizations are considered effective to the extent that they
achieve their goals (Etzioni, 1964; Price, 1972); acquire scarce and valued resources
(Hall, 1987); perform well on carefully analyzed major tasks (Georgopoulos, 1986);
adapt, change, and continue to be viable (Schneider, 1983); or have a high level of
healthy and efficient internal processes (Daft, 1989).

Other models integrate multiple dimensions of organizational effectiveness,
and are based on the assumption that organizations are more complex than a single

dimension reflects. In these models, organizations are viewed as articulating diverse
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goals, acquiring an array of resources, performing a host of tasks, producing
multiple results on a variety of time frames, having a number of constituents, and
thus having the capacity to be simultaneously effective in some areas and less so in
others (Hall, 1987).

All models emphasize important elements of organizations; however, no
satisfactory model was found that encompassed all major aspects of organizations or
organizational effectiveness. Cameron and Whetten (1983) concluded that there
cannot be one universal model of organizational effectiveness because of variations
in the term’s meaning and use. Seashore (1983) held that any given set of indicators
of organizational effectiveness should be regarded as only a partial representation,
and that researchers should make explicit choices about which organizational
features were to be evaluated.

Two models reflecting multiple dimensions of organizations and their
effectiveness, the systems model and the strategic constituencies model, were used in
this study because they most approximated this researcher’s conception of pediatric
skilled nursing facilities and parents’ relationships to them. The systems model
regards organizations as complex social systems which incorporate many individuals
and groups and engage in multiple functions. As social systems, organizations
construct identifiable yet permeable boundaries determining which elements are
inside or outside the entity. They establish purposive goals and structure their

members’ activities toward achieving them, pursuing multiple objectives
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simultaneously with a variety of timelines. Organizations are open systems,
continuously interacting with and creatively adapting to their environments in order
to survive. They acquire input elements from their environments, transform them
through specific processes, return outputs to their environments in a mutually
beneficial relationship, and provide evaluative information regarding their processes.
An organization’s qualities arise from the relationships among its parts and its
environment (Bennis,1966; Bolman & Deal, 1991; Cotton & Oransky, 1980; Daft,
1989; Evan, 1976).

Researchers using a systems model select any combination of indicators of
inputs, transformations, outputs, feedback effects, and the environment that assess
the areas of interest. The type of organization studied influences the specific
indicators of effectiveness that researchers select to evaluate. For example, a
manufacturing organization requires raw materials as part of its inputs, while a
service organization such as a health care facility requires patients. Factors assessing
inputs may also include indicators such as the organization’s bargaining position, its
ability to recruit and retain employees, its environmental scanning, and its responses
to environmental change. A researcher studying pediatric skilled nursing facilities
might explore the organization’s ability to obtain necessary resources, such as staff,
equipment, supplies, and funding and how it responds to responds to regulatory
requirements. Transformation indicators of organizational effectiveness include

measures of internal health and efficiency, and researchers may evaluate factors such
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as team spirit, interpersonal communications, rewards and sanctions, and decision-
making. In a pediatric skilled nursing facility, researchers might explore such
indicators as how decisions are made regarding the child’s care, what kinds of
support parents experience, and whether the facility adapts readily to families’
needs. Indicators assessing an organization’s outputs may include factors such as
growth, market share, efficiency, profitability, and employee satisfaction (Campbell,
1976). Output indicators in a pediatric skilled nursing facility might include the
facility’s sense of its own mission, consonance between the family’s and the
facility’s goals for the child, and parental satisfaction with care.

The strategic constituencies model, also called participant satisfaction, is
based on the perspective that organizations have multiple constituencies, that is,
individuals and groups whose lives are significantly affected by the organization and
thus have some stake in the entity’s performance. This model includes organizational
goals, inputs, processes, and outcomes, but focuses on satisfaction of the
constituents, as well as recognizing social responsibility to the community as part of
the external environment (Cameron, 1981). Because of the diversity of their
perspectives and interests, different constituencies can have various criteria for
evaluating the organization’s effectiveness. The strategic constituencies approach
leads to a variety of indicators valued differently by various stakeholders, such as
clients’ interest in quality services or products, owners’ interest in financial return,

employees’ concern with pay and work satisfaction, and the community’s concern
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with societal effects (Campbell, 1976). This study viewed parents as key constituents
of their children’s pediatric skilled nursing facilities and focused on factors that
influenced their satisfaction with care.

Effectiveness in organizations is related to every aspect of organizational life:
its structure, its goals, its culture, its behavior, its decision-making processes, and its
relationships with internal and external environments, including its constituents. This
study was limited to the effectiveness of pediatric skilled nursing organizations from
the perspective of parents’ descriptions of their experiences with the facilities.

Organizational Culture

Organizations have their origins in the culture of their time; the broad
societal culture of their founders influenced the original organization, and current
societal culture influences current organizational members. The nature of an
organization’s business and its business environment also contribute to the
development of its culture. Some analysts describe organizational culture as beliefs,
values, norms, rituals, and stories which people create as a way of constructing
meaning out of events they experience as illogical and confusing (Beckhard &
Harris, 1987; Bolman & Deal, 1991). Others look beneath the symbols to determine
why the contradictions existed. Their perspective is that groups which work together
for a period of time, successfully surviving according to certain practices of
adaptation to internal and external influences, gradually accept the values underlying

the survival solutions and develop shared, unconscious assumptions of reality, which
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become visible in values, philosophies, artifacts, and the created environment (Ott,
1989; Schein, 1985).

Perceptions and beliefs about the structures and functions of organizations
influence organizational culture. Members of the organization perform according to
their perceptions of reality. An organization which views its primary purpose as goal
attainment and rewards its members only for achievement of established goals is
likely to promote a culture that gives little emphasis to other aspects of the
organization, such as the quality of work life. An organization which recognizes
various categories of persons who are significantly affected by the entity’s
performance is likely to encourage a culture which welcomes feedback. A pediatric
skilled nursing facility which values families, their needs, and a collaborative
approach incorporates family-centered care practices into its culture.

Organizational leaders powerfully influence the formation of the
organization’s culture. They embed and transmit organizational culture by what they
believe to be important, what they reward and promote, how they react to critical
incidents and crises, and the criteria they use for recruitment, selection, and
termination of staff. They pursue and incorporate other members who share their
values, assumptions, and theories for success; these new members move into
management and executive positions and recruit additional members with similar
views. However, individuals bring different needs, personalities, experiences, and

emotional and cognitive coping styles to the group. The combination of individual
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and group strengths and interactions also contribute to the unique characteristics of
the culture each organization develops (Ott, 1989; Schein, 1985). Key people
leading change efforts from critical posts is an important element to organizational
change in response to constituent satisfaction issues (Pettigrew, Ferlie, & McKee,
1992).
Family-Centered Care

A philosophy of family-centered care has been an integral part of nursing at
least since the time of Florence Nightingale (Ham & Chamings, 1983; Kodadek,
1979). Family-centered care is often described in current literature as receiving
emphasis in 1987, with a report by then Surgeon General, Dr. C. Everett Koop,
calling for a national campaign to address the needs of children with special health
care problems and enumerating elements of a family-centered approach to health
care services (Department of Health and Human Services, 1987). That same year,
the Association for the Care of Children’s Health published a detailed list of family-
centered care elements (Shelton, Jeppson, & Johnson, 1987). That list has been
refined and restated by various authors, but most agree on the following key
elements: the family as the constant in the child’s life; family/professional
collaboration; exchange of complete, unbiased information; implementation of
emotionally and financially supportive policies and programs; respect for the
diversity of families; respect for diverse coping methods; encouragement of peer

networking and support; incorporation of children and family developmental needs;
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coordination of services and support; and appreciation of families as families
(Ahmann, 1994; Brown, Pearl, & Carrasco, 1991; Shelton, Jeppson, & Johnson,
1992; Shelton & Stepanek, 1995).

A family-centered care philosophy has been advocated for care in multiple
settings including: maternity units; neonatal care units; pediatric intensive care units;
neurotrauma units; general hospital units; community-based care systems; home,
with technological support; pediatric medicine; and by pediatric nurse practitioners
caring for chronically ill children (Bond, Phillips, & Rollins, 1994; Cohen, 1995;
Diamond, 1994; Haas, 1992; Lumley & Davey, 1987; Pierce & Frank, 1992;
Richmond & Craig, 1986; Rushton, 1990; Stolte & Myers, 1987). Family-centered
care was provided to the residents of an adult nursing facility (Hargis & Quigley,
1984). After an extensive literature search, however, no articles were found related
to family-centered care in pediatric long-term care facilities.

Partnerships between parents and health care professionals are highly valued
by families (Blaine, Rosenbaum, & King, 1995). Many authors use the terms
"collaboration" and "partnership" interchangeably; although collaboration can be
considered an element of partnership, both terms imply mutual respect and
understanding of parents’ and health care professionals’ roles and the
interdependency between them (Council of Scientific Affairs, American Medical

Association, 1993; Haas, Gray, & McConnell, 1992; Simeonsson, Edmondson,



26

Smith, Carnahan, & Bucy, 1995). DeChillo, Koren, and Schultze (1994) found a
very strong relationship between collaboration and parent satisfaction.

Parent/professional partnerships described in the literature range from
sharing the hospitalized child’s nursing care to parents’ full participation in policy
development, program implementation and evaluation, and coordination of family
services. Partnership between parents and health care professionals incorporates
several dimensions, including characteristics of families, professionals, and the
service delivery process; education and support of both parents and staff; |
competence; establishment of trust; autonomy; fulfillment of expectations;
communication and information-sharing; negotiation; balance of power; decision-
making agency; and evolution over time (Calnan, 1988;'Casey, 1995; Coyné, 1996,
DeChillo et al., 1994; Dunst & Trivette, 1996; Foley, 1993; Haas et al., 1992;
Kirschbaum & Knafl, 1996; Odle, 1988; Stepanek & Ahmann, 1995; Thorne &
Robinson, 1988). In their research with frail older people, Harvath et al. (1994)
borrowed terms from anthropology for the valuable cosmopolitan, or universal,
knowledge nurses have and the local, or family, knowledge caregivers have. They
promoted nurse/caregiver partnerships, based on the mutual benefit of blending both
realms of knowledge.

Most parents want to participate in making decisions for their children in
hospitals, clinics, and other health care settings. DeChillo et al. (1994) found that,

for families, the overarching characteristic of a collaborative relationship is the
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sharing of responsibility and power by parents and professionals. In research with
chronically ill children and their families, a common finding was parents’ need to
have some degree of control regarding decision-making (Kirschbaum & Knafl,
1996). Kirschbaum (1996) observed that in the process of participating in treatment
decisions, parents defined and redefined who they were in relationship with their
child. Ethically and legally, parents are regarded as rightful decision-makers for
their children (Blustein, 1993). Some parents, however, feel inadequate and
uncomfortable being asked to take responsibility for certain medical decisions and
abdicate their roles with relief (Kirschbaum & Knafl, 1996). Other parents may have
been thwarted in their decision-making efforts by health care providers’ control over
interactions, such as deciding the time and place for them, controlling the flow of
information, using technical language or jargon, doing most of the questioning and
interrupting, maintaining formal titles while addressing parents informally,
precluding comprehensive parental understanding by withholding crucial decision-
making criteria, or censuring parents when they disagreed with the professionals’
opinions (Anderson & Hall, 1995; Schlomann & Fister, 1995). Family-centered
care, which recognizes family strengths and individuality and respects different
methods of coping, promotes parent/professional collaboration for families who
desire dependent as well as interdependent decision-making.

This study is concerned with pediatric skilled nursing facilities, organizations

in which medically fragile/severely neurodevelopmentally impaired children and
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their families receive long-term care. Parents comprise a strategic constituency of
their child’s facility. It is vital to consider parents’ perspectives of organizations and
their perceptions of organizational effectiveness, to which family-centered care
contributes.

In summary, efforts to define organizations and to develop comprehensive
models and measures of organizational effectiveness have been impeded by the
complexity of these concepts. The more useful organizational models are those
which are more inclusive. Researchers must analyze which elements of
organizational effectiveness are relevant to their particular areas of study, and
develop a set of measures that are meaningful to the organization’s internal and
external constituents. This study will begin such a process for pediatric skilled
nursing facilities by eliciting elements of organizational effectiveness meaningful to
parents, a strategic constituency of these facilities. Family-based measures can then
be developed to be used for evaluating organizational performance.

Organizational culture manifests the beliefs, values, and norms that become
unconscious assumptions within the organization. These beliefs and values are
reflected in rituals and practices. Organizational leaders play strong roles in forming
or changing the culture.

Family-centered care contributes to organizational effectiveness. When it is

an integral component of the culture, organizations promote, among other family
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advantages, parent/professional partnerships, including parental participation in
decision-making.
Parent Satisfaction

Satisfaction, the fulfillment of a need or want, is shaped by the difference
between what people expect and what they experience. Satisfaction is driven by
quality; in a health care organization, the quality of care provided is a dimension of
effectiveness. In a Gallup Organization survey of customer satisfaction (American
Health Care Association, 1996), quality was depicted as a pyramid. The first two
levels, basic and expected quality features, were often taken for granted, resulted in
neutral feelings when provided, but had to be provided consistently to meet the
fundamental expectations of the consumer and to avoid anger and dissatisfaction.
The higher levels, desired quality and unanticipated quality, were value-added
features above those of basic and expected quality, and resulted in customer
satisfaction and loyalty (p. 2).

Assessing parents’ satisfaction is critical because their views can be used to
make constituent-relevant changes for appropriate organization and delivery of care,
particularly when funding is finite (Calnan, 1988; Kirschbaum, 1996). Families
benefit from honest communication of their perceptions of organizational
performance through recognizing their own strengths, fortifying their parental role
of responsibility for their children’s care, and sharing relevant knowledge, which is

power. Organizations benefit from families’ perceptions which can provide a basis
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for organizational focus, priorities, and internal warning of problem patterns (Shaw
& Whelan, 1989).

Lay evaluation of health care can be influenced by a variety of factors,
including the evaluator’s images of health care in general, value preferences, the
evaluator’s perception of individual responsibility, the evaluator’s view of sources of
problems, the evaluator’s level of experience with health care, the specific goals and
expectations for persons receiving care, and the social-political values of the health
care system (Donabedian, 1988). Researchers have raised doubts about the reliability
of patient/parent satisfaction assessments due to: providers imposing their own
values in the way questions were asked; practitioners’ bias in favor of either
technical care or managerial interests; superficiality of the assessment areas;
respondents’ conflicts with staff over caregiver roles or degrees of control;
respondents’ disinclination to answer freely when they or their family members are
dependent on the provider; and perceptions that tend to change over time (Calnan,
1988; Donabedian, 1988; Kirschbaum, 1996; Maas, Buckwalter, Kelley, & Stolley,
1991; Pearson, Hocking, Mott, & Riggs, 1993; Vuori, 1994). Yet, without eliciting
accurate information, little can be known about the comparison of parents’
perceptions of organizational performance with those of the provider.

Several researchers studied aspects of families’ perceptions of needs and
organizational performance, using a variety of methodologies: survey questionnaires

(American Health Care Association, 1996; Baine, Rosenbaum, & King, 1995;
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Budreau & Chase, 1994; Furse, 1983; Maas, Buckwalter, Kelley, & Stolley, 1991;
Rawlins, Rawlins, & Horner, 1990; Rosenbaum, 1996; Walker, Epstein, Taylor,
Crocker, & Tuttle, 1989); a combination of survey questionnaires and informed
observers (Pearson, Hocking, Mott, & Riggs, 1993); qualitative interviews (Grant &
Hrycak, 1987; Kirschbaum, 1996); and multiple case study (Johnson, Morton, &
Knox, 1992). Of these 12 studies, 6 dealt with families with members in long-term
care facilities. There was no mention in the literature, however, regarding children
in long-term care facilities or parental satisfaction with the performance of such
organizations.

Parents comprise an important constituency of the pediatric skilled nursing
facilities caring for their children. Although there can be barriers to obtaining
parents’ authentic assessment of care, both families and organizations benefit from
the exchange. Despite an extensive search of the literature, no studies related to
parent satisfaction with their children’s long-term care facilities were found.

In summary, the review of the literature revealed a paucity of information
related to the population of children on which this study focuses: medically fragile
children who, because of medical complexities and neurodevelopmental
impairments, require 24-hour skilled nursing home care. Current literature does not
adequately describe them; they are folded into general descriptions of children with
special health care needs or technology-dependent children. Similarly, there are no

satisfactory estimates of the numbers of these children nationally; they are included
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in broader definitions and calculations of incidence. No studies were found of
children requiring care in pediatric skilled nursing facilities, the facilities
themselves, their effectiveness, their culture including family-centered care, the
families’ experience, or parents’ assessment of their care.

There was abundant literature regarding diverse theories of organizations and
organizational effectiveness. Some organizational theorists advised researchers to
recognize the complexity of definitions and models, to acknowledge that any set of
organizational effectiveness indicators can be only a partial representation of the
entire organization, and to make explicit choices about which organizational feature
would be evaluated.

Among other models, organizations were described as open systems
interacting with their environments, with multiple internal and external
constituencies. To this researcher, the open systems model provides the most
comprehensive perspective of an organization’s major functions. This study used the
elements of open systems as a framework for organizing the content of parent
interviews. Many categories of internal constituents can be identified, such as
patients, families, employees, and volunteers; external constituents might include
groups such as regulators, legislators, and the public itself. The strategic
constituencies perspective was included in this study because it is consistent with the

researcher’s experience and because parents were shown to possess valuable
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experiences with the facility which can benefit the organization as well as themselves
in their sharing.

Organizational culture refers to the organization’s daily way of life that
reflects its beliefs and values. This study explored parents’ descriptions of their
experiences as constituents and how they experienced family-centered care. The
study also explored factors that influence parents’ satisfaction with their children’s

care.
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CHAPTER 3
DESIGN AND METHODS
Design

This descriptive, exploratory study of parents’ perceptions of the
organizational effectiveness of the pediatric skilled nursing facilities caring for their
medically fragile, severely neurodevelopmentally impaired (MF/SNDI) children was
designed to answer the following questions:

1. How do parents describe their experiences with the pediatric skilled
nursing facilities caring for their children?

& How do parents experience organizational effectiveness or
ineffectiveness? More specifically, how do parents describe the family-centered care
elements they experience in pediatric skilled nursing facilities? What do parents
identify as the strengths and weaknesses of the facilities caring for their children?

3. What factors affect parents’ satisfaction with their experiences with
pediatric skilled nursing facilities?

4. What features do parents include in an ideal pediatric skilled nursing
organization?

Parents whose children were in pediatric skilled nursing facilities in a
metropolitan area of Portland, Oregon, participated in individual in-depth interviews

developed and conducted by the researcher. Most of these same parents participated
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in focus group interviews developed and conducted by the researcher approximately
4 months after their individual interviews.
Setting

At the time of the study, six facilities provided skilled nursing services to
medically fragile, severely neurodevelopmentally impaired children in Oregon.
Three facilities in the greater Portland metropolitan area were selected as sampling
units for this study because their patient populations were similar to the types of
children cared for in pediatric skilled nursing facilities nationwide and had sufficient
numbers of children whose families met the criteria for inclusion in this study. In
addition, they were geographically accessible for both the individual family
interviews and the focus groups and the researcher had professional contacts with the
facilities, which facilitated access to the families. One facility in a smaller urban area |
of the state was invited to participate but did not respond to the invitation. The two
remaining Oregon facilities were in remote areas and were not selected for this study
because of difficulties in geographic accessibility. (See Appendix A for a sample of
the letters of support and access received from the three facilities selected for the
setting.)

The three facilities included in the study ranged in capacity from 12 to 56
pediatric patients, and from 56 to 175 total patients. The facilities were designated
by the sizes of their pediatric patient populations. Facility A-12, located within the

city limits, was a proprietary organization with a 12-bed pediatric unit within its
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total of 175 patients. Facility B-19, located in a suburban area, was a proprietary
organization with 19 pediatric patients among its total of 128 patients. Facility C-56,
located within the city, was a nonprofit organization and was the state’s only
freestanding pediatric long-term care entity. Facility C-56 accepted children who
were residents of Washington State as well as of Oregon; the other two facilities did
not have a practice of admitting out-of-state residents. The data from parents of
children residing in Facility C-56 provided perspectives from residents of two states.
These data allowed an exploration of families’ experiences when they crossed state
boundaries to access health care for their children.
Sample
Sample Criteria

This study used a purposively selected sample of families whose children
received care in any of the three identified pediatric skilled nursing facilities. For the
purposes of this study, "family" was defined in accordance with the 1985
Department of Family Nursing, Oregon Health Sciences University School of
Nursing definition: "a social system composed of two or more persons who coexist
within the context of some expectations of reciprocal affection, mutual
responsibility, and temporal duration. The family is characterized by commitment,
mutual decision making, and shared goals" (Hanson & Boyd, 1996, p. 6). For this
study, parents were the family spokespersons. "Parent” meant birth mother and/or

father; mother with step-father; or father with step-mother. Surrogate parents, for
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example, custodial grandparents, foster parents, aunts, or uncles were not included
in the sample. Their histories with the children were expected to be different from
those of biological parents and birth parents with step-parents; for example,
surrogate parents do not ordinarily experience comparable degrees of grief and guilt
regarding the child’s condition (Hobbs, Perrin, & Ireys, 1985). Sample criteria also
included ongoing legal or moral decision-making responsibility for the child and
repeated contact with the facility while the child was in care.

Parents selected for the sample in this study were fluent in speaking and
understanding the English language. Interviews are speech events, and the researcher
was fluent only in English. Sample selection targeted parents whose children were
admitted for care less than 2 years prior to the individual interview, as well as those
whose children had been in facilities for longer periods, in order to discover whether
parents described similar experiences relative to the lengths of time their children
received care and in order to compare these findings with what was reported in the
literature.

In summary, the criteria for inclusion in the sample of this study were as
follows. Participants were:

| Biological or step-parents of a medically fragile, severely
neurodevelopmentally impaired individual O to 21 years of age receiving long term

care in a pediatric skilled nursing facility in the Portland, Oregon, metropolitan area;
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< Legally or morally responsible for the child and having repeated
contact with the facility while the child was in care;

3. Fluent in speaking and understanding the English language; and

4, Willing to participate in the study.

The child’s diagnosis was not considered as a criterion for inclusion in the
study; the consequences of the child’s condition, not the diagnostic labels, were
considered relevant (Stein, Bauman, Westbrook, Coupey, & Ireys, 1993). Children
who require 24-hour skilled nursing care have many nursing needs in common,
regardless of their ages or diagnoses. For example, many children with various
diagnoses require oxygen, mechanical suctioning, electronic and visual monitoring,
and mechanical equipment to maintain their respirations; skilled feeding techniques
or electronic feeding pumps to maintain their nutrition and hydration; and careful
administration and monitoring of medications to control seizure activity.

Sampling Procedure

The researcher provided the facilities’ social workers with the criteria for
inclusion in the study sample, and asked them to invite parents who met the criteria
to participate in the interviews. Pediatric skilled nursing facility social workers
worked closely with families; they were knowledgeable and qualified to determine
which parents met the study criteria. The social workers requested parents’
permission for the researcher to contact them by telephone. Each facility’s social

worker provided the researcher with a list of parents willing to be contacted.
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There was a potential that social workers might select families for whom they
felt an affinity and who they believed would provide positive responses about the
facility. To forestall this possibility, the researcher met with the social workers to
provide a thorough explanation of the purposes of the study. The researcher
explained to the social workers and, subsequently, to the parents that the study’s
primary purpose was an exploration of parents’ experience, rather than an
assessment of individual facilities.

Following this initial contact, the researcher telephoned parents to review the
purpose of the study and to invite them to participate in an initial interview which
was estimated to take 2 to 3 hours, and a subsequent group interview which also was
estimated to take 2 to 3 hours. All invited parents agreed to participate in the study.

Sample Size

Because this study was exploratory, the number of parents in the sample was
determined by the data, with sampling continuing until no new information emerged.
The parents of 16 children were included in the study.

The children’s length of stay in pediatric skilled nursing facilities at the time
of the initial individual interview for this study ranged from 7 months to 15 years, 8
months (M = 5.52 years; SD = 4.83). Parents in this study were sorted into their
children’s long-term length-of-stay categories and purposively selected for
participation. The categories were: (a) stays of less than 2 years; (b) stays of 2 to 4

years; and (c) stays of more than 4 years.



40

The sample was intended to include the maximum range of experience. The
sample included the parents of five children admitted for less than 2 years; the
parents of four children who had been in care for 2 to 4 years; and the parents of
seven children who had been in care for more than 4 years. The numbers of parents
interviewed in the first two length-of-stay categories were expanded during the study
because these shorter-term parents seemed to relate events with more specificity.
The numbers also were expanded to assure inclusion of the maximum numbers of
available parents from Washington State and those whose children were receiving
care in the smaller pediatric units. In the first two categories, all parents who
volunteered were included. In the last category, 13 families volunteered to
participate; 7 families were selected based on their accessibility.

The sample families’ configurations resulted in a maximum of two persons
from each child’s family being included in the initial interview. Nine mothers were
interviewed singly and seven couples were interviewed together, totaling 23
participants: 16 mothers, 6 fathers, and 1 step-father. Eighteen of these parents
participated in one of the three scheduled focus group interviews.

Sample Characteristics of Children

The 16 children represented by the parents participating in this study ranged
in age from 3 years, 9 months, to 19 years, 5 months (M = 13 years, 4 months; SD
= 4.35). Eleven were boys; five were girls. Table 1 provides the data about the ages

at which the children experienced the onset of symptoms of their medically fragile
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conditions, and the ages at which they were diagnosed. The time lag between
symptom onset and diagnosis for half of the children was described by some parents
as stressful and frustrating.

Table 1

Age of Children at Onset of Symptoms and Diagnosis

Age Onset of Symptoms Diagnosis

n P n P
Birth 10 62.50 6 37.50
< 1 week 2 12.50 2 12.50
1 week to 3 months 3 18.75 0 0.00
>3 months 0 0.00 2 12.50
> 6 months 0 0.00 3 18.75
> 12 months 1 6.25 3 18.75

The types of conditions which were primary diagnoses are typical of children
whose medical conditions are complex and who require extensive nursing care. Nine
children had congenital malformations of the nervous system; two had chromosomal
abnormalities; one had neonatal metabolic encephalopathy; two suffered prenatal or
neonatal infections of the nervous system; and two experienced traumatic anoxic
encephalopathy.

The children had numerous secondary conditions and surgical procedures as
consequences of their primary medical problems. All of the children in this study

were non-ambulatory; all had severe seizure disorders; all were developmentally
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delayed; none could feed him/herself or independently attend to other activities of
daily living. Other frequent conditions included: respiratory impairment;
tracheostomy; cerebral palsy; feeding problems requiring procedures such as
fundoplication and placement of a nasogastric or gastrostomy feeding tube;
orthopedic problems requiring surgery, frequent positioning, and regular physical
therapy for such needs as range of motion and weight bearing; cardiovascular
problems; immunosuppression; cortical blindness and cortical deafness.

Children received care at home for lengths of time ranging from 3 weeks to
13% years (M = 6.22 years; SD = 3.95). While receiving care at home, many of
the children required numerous hospitalizations (see Table 2). Parents typically
described these episodes as times of stress, with anxiety about the medically fragile
child in the hospital, children left at home, transportation to see the child, and
medical expenses. The hospitalizations in Table 2 did not include countless urgent
trips to the emergency room and routine or urgent trips to doctors’ offices.

The children’s ages at admission to the pediatric skilled nursing facility
ranged from 9 months to 13% years (M = 6 years, 10 months; SD = 3.95). One
child was cared for at home for 3 weeks, then received medical foster care until

admission to the facility at age nine months.
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Table 2

Number of Inpatient Admissions Experienced Prior to Long Term Care Admission

Number of Inpatient Admissions n P

1 5 31.25
2to5 4 25.00
6 to 10 2 12.50
11to 15 1 6.25
"Too many admissions to count” 4 25.00

Parents described seeking and utilizing various combinations of resources to
obtain the care their children needed. Eight children were admitted to their nursing
facilities directly from home. Three were admitted to the nursing facility under a
plan of short term care (up to 90 days) but remained in the facility for long term
care. Three children were cared for at home, had respite (short term) care in the
facility, returned home for several months or even years, and were eventually
admitted for long term care. Four families utilized multiple skilled nursing facilities,
with children moving because of age and size, location of the family’s residence, or
parental choice. Three families utilized medical foster care for their children prior to
admission for long term pediatric skilled nursing care; two families utilized multiple
medical foster care homes. One family utilized multiple resources, including medical

foster care, in-home nursing, and respite care before their child’s admission for long
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term care. The numbers in the resource categories overlap according to variations in
use; they therefore exceed the total number of families in this sample.

In summary, the children represented in this study were severely
neurologically impaired with complex medical conditions and nursing needs which
severely limited their growth and development and even threatened their lives. The
children began experiencing symptoms of their medically fragile conditions at birth
or within the first 3 months of life, except for one child who had an accident before
age 2. One-half of the number of children were diagnosed within a week of their
births; all were diagnosed before their second birthdays. All the children in this
sample received 24-hour nursing care at home for a period of time before their
admission to a pediatric skilled nursing facility, many for several years.

Sample Characteristics of Parents

Parents of 16 children participated in interviews for this study: 16 mothers, 6
biological fathers, and 1 step-father, for a total of 23 parent participants. The 32
biological and 2 step-parents in these families ranged in age from 23 to 51 years (N
= 34; M = 40.35; SD = 6.83).

All parents identified themselves as Caucasian. After listening to the list of
ethnic groups, seven parents additionally identified themselves or the child’s other
parent as having Native American lineage, ranging from "some" to one-half. No

other ethnic groups were represented.
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Table 3 depicts the educational levels for 32 biological parents and 2 step-
parents. All of the mothers and nearly all fathers were high school graduates or the
equivalent; most of the parents had at least some college and 50% were college
graduates or had graduate degrees. Their educational abilities suggest that they had
the intellectual resources to learn the skilled nursing tasks necessary to care for their
children at home, to cope with the intricacies of health care systems, and to form
experience-based opinions about healt<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>