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SETTING THE EXAMPLE

I'd rather see a sermon than hear one--any day.
I'd rather you would walk with me, than merely show the way.
The eye's a better pupil and more willing than the ear,
Fine counsel is confusing, but example is always clear.

The best of all the teachers are parents who live their creeds.

For, to see good in action is what every child needs.
I can say, I'll learn how to do it if you'll let me see it done;

I can watch your hand in action though your
tongue too fast may run.

Although the lectures you deliver may be very wise and true,
['d rather learn my lesson by observing what you do;
For I may misunderstand you and the fine
advice you give,

But there's no misunderstanding how
you act and how you live.

-Author Unknown-

Each child is a new being,
a potential prophet,
a new spiritual prince,
a new spark of life
precipitated into the outer darkness.
Who are we to decide that it is hopeless?

-R.D. Laing-
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Abstract
Family centered practice (FCP) is one approach health professionals can take in working
with families. There are accepted benefits of, criteria for, and measurements of FCP;
however, missing are specific FCP interventions and information on their implementation.
The purpose of this qualitative study is to look at the ‘family centeredness’ of two
interventions (Natural Teaching Strategies and Co-operative Family Learning); to describe
and compare the experiences of participants; and to determine how these experiences
inform our understanding of FCP. In addition to data from the original study, the
researcher interviewed a convenience sample of families, as well as administered
questionnaires via email (one researcher was interviewed) to the researchers and
interventionists. Comparative, content, and question analysis were used to answer the
research questions. Two major findings of this study have become issues of interest: 1)
the notion that the skill building aspects of the interventions are separate from, but related
to, FCP; and, 2) that a second theme that recurred throughout the data is that of fluency.
These findings are discussed in the context of the literature, as well as in terms of
implications for nursing practice, education, research, the interventions and FCP.

Strengths and limitations of the research process are acknowledged.
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Chapter 1
Introduction

It is commony believed that early life experiences are critical in the development of
all children. Acknowledgement of this fact makes it necessary to incorporate families, as
the context within which the child grows and develops, into the care of children with
special needs, as early as possible. Family centered practice (FCP) can be viewed as early
intervention or prevention of future difficulties, particularly with at risk families of children
with mild to moderate developmental delay. The ‘risks’ in this study are, as they were in
the original study: parental education less than grade ten; family income less than $20,000
a year; divorced or lone parent status; and substance or other abuse practices. These
families face the normative stressors common to many families with children, as well as
unique demands related to their risks.

Incorporating families into prevention and treatment has been documented in the
health and social sciences literature as being beneficial to families and their children long
before FCP was an established approach with a name of its own. In particular, pediatric
health care in the mid-1960’s underwent changes due in part to the deinstitutionalization
movement, as well as the recognition that the developmental and emotional needs of
children were better served when parents were included in the care of their children
(Broadwell Jackson & Saunders, 1993). Currently, there is acknowlegement, and
increased understanding of, the important role families play in the health care of children.
Incorporating families into the care of childen has become the norm, and is considered an
essential component of health care for children and their families.

There are nine commonly accepted principles of FCP outlined in the literature
(Shelton & Stepanek, 1994) (Appendix A), which were further reduced to five for
evaluative purposes in this study (see discussion under Components and Criteria of FCP).

Despite this recognition, ambiguity still surrounds the term, and thus there is inadequate



research on what constitutes FCP. Uneven application of the principles leaves researchers
and practitioners without acceptable measurements, a common language or practice base.
Purpose

The purpose of this study is threefold: first, to look at the 'family centeredness’
(i.e., using the five FCP principles as a gauge) of the interventions used in the original
study; second, to describe and compare the experiences of those who took part in the
original study; and third, to determine how the experiences of those who took part in the
original study informs our understanding of FCP. Three research questions postulated
below expand on the purpose of the study:

1. How was FCP implemented in the original study?

2. How was FCP experienced by the families in the original study?

3. How do the facts of implementation of FCP in the original study; and the
researchers’, interventionists', and families' reported experience of FCP, inform
understanding of FCP?

Definition of Terms
Family (from original study)

Whatever the primary caregiver considered their family composition to be.
Parents, guardians, grandparents, and siblings, and any family relative or friend who is
significantly involved with the child's everyday life (Bruce, 1993).

Atrisk (from original study)

Used to describe families who had two or more of the following characteristics:
parental education less than grade ten; family income less than $20,000.00 per year;
divorced or lone parental status; and substance, or other, abuse practices.
Developmental delay (from original study)

Six month or more delay in two or more areas of development (communication,
social and behavioural) as assessed by the Diagnostic Instrument for Screening Children

(DISC) (Amdur, Mainland & Parker, 1988).



Special needs
Additional optimal requirements of families of children with a developmental delay,

due to the delay and ‘at risk’ factors beyond those usually expected for children of a
particular age.
Conceptual Framework
This study was developed within the framework of family centered care as
proposed by the ACCH (Shelton & Stepanek, 1994), and by the Family-Centered Care
Committee at the [zaak Walton Killam Hospital for Children (1992).



Chapter 2

Literature Review

The concepts of family centered practice (FCP), family resiliency and adaptation, as
well as measurements of FCP, and the interventions used in the original study were
explored through an extensive review of nursing as well as the health and social sciences
literature. Computer data bases searched include: CINAHL, Medline, Canadian Education
Index, ERIC, PsycInfo and Sociofile. Most of the articles reviewed are research in nature
with publication dates ranging from 1945 to 1998. Relevant books were also included in
this review.

Family centered practice and other related terms such as family participation and
parental involvement have been in nursing and other health and social sciences literature for
over three decades. Although these terms are used in everyday practice, their meanings
vary. Family centered practice has become a specific approach used in nursing and other
disciplines in interacting with families in a variety of settings. Although there are lists of
characteristics that constitute FCP, how is it operationalized in practice? In this study, one
system of approaches to FCP will be examined. The review of the literature covered the
following areas: children with developmental delay (identified as a disability), families at
risk, the concept of FCP, tools to assess for FCP, and the two strategies used in the
original study (Co-operative Family Learning and Natural Teaching Strategies). A
subsequent section addresses the theoretical underpinnings and specific model used in the
original study.

Fami d Practice
Practical Sources of FCP

Tvoi ient Foci ilv Ce

The literature on FCP typically revolves around families of children with special
needs, often due to low birth weight or disability, that have the potential to delay some

aspect of development; and families at risk for health and social problems. These are the



families and children that are part of the future of our nation, and they are also the families
that put a great amount of strain on our health and social systems. The total cost estimate to
Canadians is unknown, but is considered to be enormous. Children have been recognized
in many initiatives as Canada's greatest resource, and most recently in the Final Report of
the National Forum on Health (Health Canada, 1997), which regards it to be urgent to
"help children develop resiliency and foster development of parental competence" in order
to lessen these health and social problems, and their costs. These documents unanimously
recommend investing in families and their children by supporting them, and in turn
improving our overall health. Our future is in jeopardy if a solution for these families is not
found.

Families of Children with Special Needs. Current statistics on the occurrence of
low-birth weight infants and childhood disability give a disturbing picture of the immensity
of this problem. In Canada, 5.5% of newborn infants, or approximately 22,000 annually,
are of low birth weight (<2500 g). Included in this number are two subgroups of infants
who face a greater risk: those classified as very low birthweight (<1500 g), almost 1% of
all infants (3,800 annually), as well as those who are full-term but small for gestational
age, almost 2% of all infants (7,700 annually) [Canadian Institute of Child Health (CICH),
1994].

Low birthweight puts children at significant risk for death, chronic health problems,
and disability. In addition, the results of the Ontario Child Health Study show that children
with selected psychiatric disorders are 2.5 times more likely to have been of low birth
weight compared to children without these psychiatric disorders (Offord, 1989). The fact
that low birth weight is directly related to future health and social problems has been well
established in the literature.

Besides low birthweight, childhood disability is a reason for families to be
classified as having special needs. Disability can be present at birth or may be acquired
through accidents and chronic illness. Nationally, 7.2% of children aged 0-19 years are



disabled (CICH, 1994). The prevalence varies from region to region. In Alberta the rate is
9.3% (CICH, 1994).

Like families of low birth weight infants, members of families with children having
disabilities face particular risks to their physical and emotional health. Mothers are
characterized as having higher levels of depression and lower levels of perceived maternal
competence (Breslau & Davis, 1986; Goldberg, Marcovitch, MacGregor, & Lojkasek,
1986). Avoidance, wishful thinking, and adjustment difficulties have also been found
among mothers (Frey, Grenberg & Fewell, 1989). Fathers also have their issues, as they
have been reported to have feelings of inadequacy (McConkey, 1985), which places the
mother under additional stress as she tries to meet the needs of the father and the children.
Higher levels of anxiety and need for coping have been found in both parents (Hodges &
Parker, 1987), and siblings (Kruger; 1980; Pinyers, 1983; Taylor, 1980). Although the
majority of researchers focus on negative effects on the family due to chronic conditions or
disabilities, it should be noted that the effect on the marital relationship was postive in five
of ten fathers in a study by McKeever (1981). Taylor (1980) found that one third of the
siblings derived some benefit from having a brother or sister with a chronic illness or
disability. In general, these studies reflect the impact individual family members have on
the entire family unit.

Families at Risk. Families at risk are those who are experiencing one or more of
the following factors: poverty, single parent families, low parental education, and
substance/physical abuse. Income has been well established as a key underlying
determinant of health and well being. "People who live in bad housing, who eat bad food
and cannot afford decent clothing, get sick” (Adams, Cameron, Hill, & Penz, 1971).
Infant death rates are higher in poor neighbourhoods than in high income neighbourhoods
(Adams, Cameron, Hill, & Penz, 1971; Edmonton Board of Health (EBH), 1989).
Children living in poverty are more likely to die from accidental injuries; have chronic
health problems; be admitted to hospital; suffer from poor nutriton; have school or



psychiatric problems; and have lower self-esteem than children who do not live in poverty
(Adams, Cameron, Hill, & Penz, 1971, CICH, 1994; EBH, 1989; Harding, 1987; Plichta
& Weisman, 1995; Strickland & Giger; 1994). Also, most households headed by single
mothers are affected by poverty (CICH, 1994). In 1990, Alberta had approximately 62%
of children in female led families living in poverty (Edmonton Social Planning Council,
1993, 1994), a number constantly on the rise.

Low income and child poverty are linked to the head of the household having
limited education. Fifty-nine percent of Canada's poor children under eight years of age
live in homes where the head of the household has attained a high school diploma or less
(Adams, Cameron, Hill, & Penz, 1971; CICH, 1994). In Edmonton, over half of single
mothers have less than a grade nine education (CICH, 1994).

The aforementioned risk factors have also been associated with substance and, or,
physical abuse. Although the rates of these types of abuse often appear higher in at-risk
families, it may be due to the fact that these families typically have increased contact with a
system that identifies such abuse, or the fact that they are often “subjected to higher rates of
surveillance than higher income families” (Blackburn, 1991). The detrimental effects of
both physical and substance abuse on individuals, children, and families have been well
examined in the literature and will not be discussed further here.

It is important to note that risk factors typically co-occur, and their effects together
are particularly hazardous as they may be synergistic (i.e., implies a much more complex
relationship between factors that cannot be reduced to a formula) rather than simply additive
or multiplicative. Although there support for risk factors co-occuring in the literature, three
landmark sets of studies, conducted in different regions, with various populations,
highlight the phenomenon of multiple risk factors associated with the environment in which
children grow up (Offord, 1989; Rutter, 1979; Wermer & Smith, 1982). The authors
conclude in all three studies that environment is a powerful determinant of the health of

children. In addition, pioneering research suggests that early intervention is optimal during



a “critical period’, or window of opportunity, prenatally to approximately age six when the
developing brain is so malleable “...it can incorporate behavioural problems into its circuits
as readily as it might pick up a love of music” (Begley, S., 1996; Hotz, R., year
unknown). Studies have shown that although it is never too late to stimulate a child’s
development, the old adage ‘the earlier the better’ holds very true.

Thus, as families with special needs are under tremendous stress, both intense and
chronic, their adaptive abilities are taxed. Therefore, to improve the heaith of these children
and their families, it is logical to concentrate on health promotion programs involving the
family and the family's adaptive abilities. Ideally, these programs should enhance the
family's ability to adapt successfully when facing the challenges of life and of child-
rearing.

Issues of Risk and Adaptation. One of the areas nursing and other disciplines have
struggled with is uncovering why some families are better than others at dealing positively
with adversity; negotiating their way through transitions and tragedies; and coping with,
and even thriving on, life's hardships (Friedman, 1992; McCubbin & McCubbin, 1991;
McCubbin & McCubbin, 1993; McCubbin & Patterson, 1981). Adaptation can be
described as a continuum of responses to a given stressor. Research has focused on
resiliency as being 2 major force in the response families have to stressors. Resiliency has
been defined as the capability of individuals, families, groups, and communities to adapt
positively in the face of risk (Mangham, Reid, McGrath, & Stewart, 1994), and is being
attributed to the ability to overcome extreme stress and adversity, and maintaining the
integrity of the family unit (McCubbin, Thompson, & McCubbin, 1996). The major
finding in adaptation and resiliency research is that the majority of families, even those
facing high stressors, do adapt (McCubbin, Thompson & McCubbin, 1996), and adapt
positively. Those families experiencing high stress due to normative stressors, children

with special needs, and certain risk factors, tend to exhibit certain characteristics.



There are six essential patterns of behaviour, or family functioning in families
that offer protection for child health. That is, resilient families have the following
strengths: flexibility; stability in structure; family problem solving; effective parenting;
social support networks; and links with the community (Drummeond, Kysela, Alexander,
McDonald, & Query, 1996). These six protective patterns of family behaviour, along with
indicators of child health and development, are the outcomes of programs that focus on
family strengths rather than weaknesses. Successful adaptation occurs when people
achieve a balance between risk factors and protective mechanisms (McCubbin, Thompson,
& McCubbin, 1996). Major barriers to successful adaptation can basically be construed as
the opposite of the six protective patterns of family behaviour (Gray & Holden, 1992;
Rodrigue, Morgan, & Geffken, 1992; Snowdon, Cameron, & Dunham, 1994). Thus,
health programs take one of two approaches: addressing the risk factors or developing
protective mechanisms. Both approaches are important, but for the reasons mentioned,
protective mechanisms are the key to the successful adaptation of families.

There are several main reasons why emphasis on protective mechanisms is critical:
protective mechanisms promote successful, healthy development throughout the lifespan
regardless of risk (Werner & Smith, 1992; Rutter, 1984; Rutter, 1987); and risk factors are
difficult to control. Merely knowing what the risks are does not help researchers and
practitioners formulate effective solutions (Garmezy, 1989). Focusing on protective
mechanisms gives health care providers a sense of hope and optimism. It has been
estimated that 85% of successful change can be attributed to the positive attitude of the
health care provider (Carmack, 1990). Also, the presence of protective factors guards
children against negative outcomes. Even among children exposed to many risk factors, it
is unusual for more than half to develop serious disability or persistent behavioural
disorders when protective factors are in place (Werner, 1990). FCP is a comprehensive
approach to child and family health that focuses on strengths and protective mechanisms.

Thus, as most health programs place more emphasis on the risk component, there is a great
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need for research and health programs to focus on FCP and its role in facilitatating the
successful adaptation of all families over the lifespan.

Consumerism

Today's consumer is more sophisticated, astute, and critical than ever before. They
demand services and treatments that serve their best interests and want a greater say in
issues that involve them. This phenomenon has contributed to the emergence of FCP as
parents have become more aware of what many knew intuitively; that their involvement
with their children is beneficial for both the children and the family as a whole. Parents are
demanding to be seen as more capable and intelligent than ever before, and as more than
‘consultants’ in their child's care. Parents are empowered when they: have access and
control over the necessary resources; take control of, and responsibility for, decision
making and problem solving; and acquire the means (i.e., behaviours) to do so (Dunst,
Trivette, & Deal, 1988). Parents are more often considered the experts when it comes to
the needs of their families and the care of their children.

One of the major outcomes of the consumerism influence is a publication entitled
Family-centered care for children with special health care needs (Shelton, Jeppson, &
Johnson, 1987). This monograph was the result of parents and professionals, brought
together in the Association for the Care of Children's Health (ACCH), to define critical
characteristics of the emerging concept of FCP. The work of the ACCH has stimulated
professionals to examine their practices and their adequacy in promoting the concept of
FCP (Jackson & Saunders, 1993). If these essential characteristics are met, families are
empowered because they are treated as equal partners in their child's care and can thus take
responsibility for participating in it.

Theoretical Sources of FCP

Incorporating families into the care of children has long been documented as being

beneficial for both children and their families. FCP is just one approach that focuses on

families as the unit of care.
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History

Until the 1950's, it was commonly believed that families could only inhibit the
effective care of children in hospital. Bowlby (1951) changed the perceptions of family
influence on the health of sick children in his work on maternal deprivation on infants and
children. He discovered that sick children actually died when deprived of interaction with
their mothers. In England, 1959, the Platt Report recommended that parents should have
unrestricted access to their children while in hospital and that parents should be involved
when their children were admitted. It was not until 1972 that Luciano (1972a) described
the philosophy of family centered care as giving recognition to the worth of the child as a
member of a family and defined family centered care as an "open system extending across
all hospital services, each service having a particular effect on a hospitalization experience”
(Luciano, 1972b, p. 75). FCP evolved in acute care settings that had formerly required
separation of infants and children from their families, and provided the family with the self-
determination, autonomy, and control (Dunst, Trivette, Davis, & Cornwell, 1988) missing
from earlier child health care.

It became critical to re-establish relationships between these children and their
families that had been ignored or disrupted by the health care system (Broadwell Jackson &
Saunders, 1993). Advances in understanding family functioning also contributed to a
focus on FCP, as professionals gained greater insight into families and how to assist them
in adapting successfully to various stressors. Understanding family functioning, and its
relationship to adaptation, is required if health professionals are to "identify and focus
accurately on the challenges seen by families as being the most important in raising their
child" (Drummond, Kysela, McDonald, & Alexander, 1996, in press, p. 3).

In the United States, a series of seminars began in 1982 with "The Surgeon
General's Workshop on Children with Handicaps and their Families". Then, the Surgeon
General's Report (1987) outlined elements of family centered care along with strategies for

implementing family centered interventions or individual family service plans (IFSP)
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(Koop, 1987), particularly for early intervention with families of developmentally delayed
children (Black, 1991). In community health settings, the concept of family centered care
has been even slower to emerge, partially due to the difficulty in defining it. Yauger
(1972), Porter (1979), and the ACCH (Shelton, Jeppson & Johnson, 1987) are only a few

authors who have attempted to define and outline the essential components of family

centered care.
Theoretical Background of FCP

The theoretical underpinnings of FCP include social systems, human ecology, and
empowerment. General systems theory (GST) (Von Bertalanffy, 1968), is where the
origins of modern family systems lie. There are three main assumptions of GST. First,
GST recognizes "living systems as involving enormous coraplexities and properties that
emerge from complex organization of large numbers of parts” (Whitcurch & Constantine,
1993), and that there is significant interactions between parts. Second, a system must be
understood as a whole and cannot be comprehended by examining its parts in isolation
from each other (Whitcurch & Constantine, 1993, p.328). In a family, the system is
something beyond the parent(s) plus child(ren), and members are more than the sum of
their experiences. Circular causality is also related to this assumption in that one family
member influences all other family members. Third, human systems are self-reflexive
(Whitcurch & Constantine, 1993), that is, they are systems with feedback due to self
awareness. Families have the ability to be proactive rather than reactive; that is, to do
something that will either cause change or maintain stability of the whole system, and to be
aware of the consequences. Another important concept in family systems theory is that of
hierarchy. Hierarchy acknowledges sytems at a variety of levels with systems smailer than
the family being subsystems and those larger being suprasystems (Whitcurch &
Constantine, 1993). In summary, within GST the family is viewed as an open social
system with boundaries, self regulating properties, interacting and superordinate systems

and subcomponents (Friedman, 1992).
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Family ecology is a theory that is seen as fitting into the systems framework.

Within this theory, it is proposed that families be studied as part of their ecological
environment (Bronfenbrenner, 1979), with all systems being mutually interdependent
(Bailey, 1987). That is, families are studied within their larger network of social and other
systems. Human ecological theory also utilizes the concept of hierarchy, with the family
and its immediate environment being the microsystem, and the immediate larger
environment being the macrosystem (Friedman, 1992). The macrosystem also includes a
community's ideology, values, and social institutions (McCubbin & Dahl, 1985). The
goals of intervention, according to systems and human ecology theory, are to identify
family needs, locate the resources and supports for meeting these needs, and to help
families use existing capabilities and learn new skills in order to mobilize needed resources
(Dunst & Trivette, 1987) within both the micro and macro systems. With the attainment of
these goals, the family becomes more competent and better able to mobilize resources,
which in turn leads to family empowerment (Dunst, Trivette, & Deal, 1994).

Empowerment is a controversial concept, thus it will be defined for use in this
literature review. As a major focus of FCP, empowerment is the capacity of choice, which
includes the "ability to define, analyze and act upon problems one experiences in relation to
others, and in one's social and environmental living conditions" (Labonte, 1993, p. 101).
Grace (1991) refers to empowerment as the "notion of people having power to take action
to control and enhance their own lives, and the processes of enabling them to do so" (p.
330). More simply, empowerment refers to the redistribution of 'power’. When the
professional has power with, as opposed to power over, the families with whom they
work; and the focus is on family strengths, resilience, competence, and successes; families
and children are further moved towards positive adaptation (Patterson, 1995). The three
commonly accepted components of empowerment address: "access and control over

needed resources; decision making and problem solving abilities; and acquisition of
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instrumental behavior needed to interact effectively with others” (Dunst, Trivette, & Deal,
1988, p. 3).

Three conditions need to exist for empowerment to occur: the health care provider
must believe that people are competent or have the capacity to be competent; enablement
must be fostered by creating opportunities for competence to be learned or displayed; and
family members must be able to attribute their behaviour change to their own actions in
order to acquire the sense of control necessary to manage family affairs (Dunst, Trivette, &
Deal, 1994). Unless these conditions are met, the family is unable to take control of their
own affairs. Families who are empowered have the following characteristics: improved
self-esteem and cultural identity; improved ability to reflect critically and to solve problems;
improved ability to make choices; improved self discipline; improved ability to work with
others; increased access to resources; increased collective bargaining power; and increased
legitimization of the family's needs by professionals (Kindervatter, 1979). Empowering
families enables them to be more confident and competent in their skills and strategies, as
well as being better able to mobilize resources (Longo Kimber, in press, 1997), and
address future situations. An empowered family can therefore exert influence on its
environmental and social situation in a beneficial manner (Longo Kimber, in press, 1997).

Within GST and human ecology, families are positively viewed as non-static social
systems with their own structures, resources, functions, and interactions (Bailey, 1987).
They are capable of identifying needs, locating resources and supports for meeting these
needs; and using existing strengths and learning new strategies to meet needs (Dunst &
Trivette, 1987). Empowerment coincides with these views, and has been shown to have
beneficial effects on families and children by enhancing their feelings of self-efficacy and
personal control (Dunst, Trivette, Boyd, & Brookfield, 1994).

The philosophy behind FCP originated with consumerism, research on maternal
interactions with infants, and the unique needs of the family and its members to be active

participants in their own health care (Broadwell Jackson & Saunders, 1993). The
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philosophy of FCP recognizes and respects the central role of the family in the lives of
children with special needs (Shelton, Jeppson & Johnson, 1987). FCP is basically
competency enhancing (Brinker, 1992) and empowering in that families are supported in
their natural caregiving roles by building on their strengths both as individuals and as
family units (Shelton, Jeppson & Johnson, 1987). Respect for the integrity and strengths
of the family come through as the principle qualification of FCP (Broadwell Jackson &
Saunders, 1993; Kysela, McDonald, Drummond, & Alexander, 1996), with agencies
adapting services to families instead of expecting families to adapt to agency needs.

FCP focuses on family as client, as it is the main context in which children
develop. The immense impact of family on a child’s well-being and development has been
well established (Bowlby, 1953, 1960, 1969; Brain & Maclay, 1968; Bronfenbrenner,
1974, 1986; Pasternack, 1982; Prugh, Staub, Sands, Kirschbaum, & Lenihan, 1953;
Robertson, 1953; Ramey, Bryant, Wasik, Sparling, Fendt, & LaVange, 1992; Robertson
& Bowlby, 1952; Shelton, Jeppson, & Johnson, 1989; Spitz, 1945), as have the benefits
of family involvement in caring for sick or disabled children (Caro & Derevensky, 1991;
Craig & McKay, 1958; Jackson, Bradham, & Burwell, 1978; Lewis, Salas, de la Sota,
Chiofalo, & Leake, 1990; Verghese, 1988; Weinstein, Faust, Mckee, & Padman, 1992;
Yauger, 1972), and benefits to the health care system (Caldwell & Lockhart, 1981; Evans
& Robinson, 1983; Robinson, Shah, Argue, Kinnis, & Israels, 1969; Sainsbury, Gray,
Cleary, Davies, & Rowlandson, 1986; Vermillion, Ballantine, & Grosfield, 1979).
Therefore, as FCP focuses on the family, and aims at strengthening and building family
resources, it is one approach for practitioners to effectively and postively influence child
development.

- | Criteria of FCP
FCP is described as an approach to care that is “tailored to meet the special,
intricate, and ever-changing needs of all family members, not just the needs of an

individual child within the family" (Broadwell Jackson & Saunders, 1993, p. 33).
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Comprehensive care of children with special needs necessitates family centered care. Each
family's uniqueness is recognized and interventions planned in conjunction with the family
accordingly (Bailey & Simeonsson, 1988; Vincent, 1992). FCP allows families to
participate together in a variety of settings, from the hospital to the home (Broadwell
Jackson & Saunders, 1993), as well as providing for a wide range of professionals who
can interact with the family. FCP is ultimately aimed at building and supporting the
stability and strengths of the family. The four main goals of FCP are described as
incorporating family coping; understanding child development; promoting appropriate
parent-child interactions; and encouraging parents to be equal partners in the assessment,
planning, implementation, and evaluation of intervention (Bailey & Simeonsson, 1988).
Several authors (Bailey, Buysee, Edmondson, & Smith, 1992; Dunst, Johnson,
Trivette, & Hamby, 1991; Lee, 1993; McBride, Brotherson, Joanning, Whiddon, &
Demitt, 1993; Shelton, Jeppson, & Johnson, 1987, 1989, 1992; & Shelton & Stepanek,
1994) have outlined the characteristics of family centered care, and in 1994, the ACCH
published an updated and comprehensive version of what are now commonly considered
the eight essential principles of family centered care. The Izaak Walton Killam Chilren's
Hospital Family Centered Care Committe (1992), as cited in Bruce (1992), also added a
ninth criteria of implementing appropriate policies and programs and providing emotional
support to meet the needs of staff (Appendix A). These essential principles share some
commonalities with those of other authors: 1) an effort to fully involve families in active
decision making regarding their, and their child's, care; 2) development of services for the
entire family, not just the child: 3) involvement of families in program planning and service
delivery; and 4) the family's choices regarding their level of participation is respected. A
fifth common criteria recognizes the parents as experts with regards to their family’s needs
and priorities (Kysela, McDonald, Drummond, & Alexander, 1996). These five criteria
will be utilized in this research to define and evaluate FCP (Appendix B). Although the

effects of parental and family involvement in the care of children have been documented, it






