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CHAPTER ONE

INTRODUCTION
(a) Title of Research Thesis
(b) Research Question

(c) Definition of Terms
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INTRODUCTION

One of the more fundamental changes in the health care system
during the past twenty years is the shift from expert oriented care
to one that seeks to involve clients and families in ways that are
respectful and supportive (Ahmann, 1994; Letourmeau & Elliott,
1996; Wharf, 1992). In children’s rehabilitation services it is
hard to find a treatment centre in Ontario that would not have
revisited its mission statement and revised its programs and
policies to reflect more family centred practice principles in
accordance with this shift (Law et al., 1997).

The George Jeffrey Children’s Treatment Centre in Thunder Bay
responded to this shift in approach by implementing a family
centred case management model in 1987 (Appendix A). In this model,
clinicians work in interdisciplinary teams in partnerships with
families and clients. The social worker, called a Family Service
Coordinator, assumes responsibility for ensuring that the services
for the child and the family are provided in a coordinated and
comprehensive manner throughout their involvement with the Centre
programs.

The coordinator assesses the psychosocial aspects of the child
and the family functioning by informal interviews and standardized
measures; links the family with needed supports; provides resources
and counselling; monitors the care plan; and ensures that family
centred principles are adhered to. All staff are sensitized to the
family centred case management model, and are expected to provide
services according to family centred principles.

2
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My own interest in family centred services was sparked when
years ago, as a front 1line clinician, I facilitated a group
entitled "Parents as Partners with Professionals". It became
apparent from these parents that their active participation in the
health care of their child was extremely important. It was also
evident from comments from the parents that, at times, their
feedback was not accepted and appreciated by professionals. The
parent interaction emphasized the profound effect that
professionals have on families, the self esteem of a parent, and on
the overall outcome of the health care plan. Because of the
significance of the relationship between the health care provider
and the parent, I became interested in exploring systematic ways of
involving the parents of children with disabilities and ensuring
their active participation as team players where their input,
rights, and concerns are respected. This exploration stimulated
interest in family centred practices and case management.

The literature on family centred service provision indicates
that there may be a number of barriers to the implementation of
family centred services, including terminology used by
professionals, the inability of service models to incorporate
parents’ views, and parents’ lack of skills or information of how
to become involved (Arango, 1990; Brown, Pearl, & Carrasco, 1991).
Even though a system, in this case a children’s rehabilitation
agency, may set out to provide services according to a certain
model, outcomes may or may not reflect the principles of the model.

The purpose of this exploratory study is to determine from the
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parents involved with the George Jeffrey Children’s Treatment
Centre Infant and Preschool Program, how well the Family Centred
Case Management model facilitates the provision of family centred
services, as perceived by parents of children with long term health

care needs.

TITLE OF RESEARCH THESIS
A Family Centred Case Management Approach in Long-Term Health
Care for Children: Parentsg’ Perceptions of Care.

RESEARCH QUESTION

"Do parents of children who have long term health care needs,
perceive the practices of George Jeffrey Children’s Treatment
Centre as reflecting the family centred case management philosophy

and principles?"

DEFINITI OF

Family Centred Recognizes that the family is central

Philosophy: in a child’s life and should be central
in the child’s plan of care. Family
centred care embraces diversity in family
structures, cultural backgrounds,
choices, strengths, and needs. The
philosophy of family centred care
calls for partnerships between parents

and Professionals that support parents in
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Case Management:

Family:

Child with Long-
Term Health Care

Needs:

Parent:

their central caring role (Ahmann,

1994).

A procedure to plan, seek, and monitor
services from different social agencies
and staff on behalf of a client (Barker,

1995).

A primary group whose members assume
certain obligations for each other and
generally share common residences. Child
care and child socialization, income
support, long term care, and other care
givin§ are among the functions of family

life (Barker, 1995).

An infant, toddler, or child aged 0-6

years who has been identified to benefit
from paediatric rehabilitation services

due to prematurity or a congenital or
acquired condition.

Biblogical parent, a common law spouse,
or legal guardian such as a foster

parent, adoptive parent, step mother or step

father of a child.
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CHAPTER TWO

CONCEPTUAL FRAMEWORK

(a) Family Centred Care
(b) Case Management
(c) Pamily Centred Case Management

(d) Summary
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FPAMILY CARE

Over the years, there has been a growing recognition by
health care professionals and service providers that in order to
provide quality children’s health care, the families of children
need to be involved in the development of care plans in a
respectful and meaningful manner (Ahmann, 1994; Johnson, 1990;
Letourneau & Elliott, 1996).

The approach to helping grows out of the premise that human
beings can be understood and helped only in the context of the
intimate and powerful human systems of which they are a part
(Hartman & Laird, 1983). From the Ecological Systems Theory
(Germain & Gitterman, 1980) point of view, the primary mission of
the family centred practitioner is the enhancement of the quality
of life and the adaptive balance between human beings and their
ecological environments (Shelton, Jeppson, & Johnson, 1989). The
key elements of family centred care, as identified by these authors
reflect this view:

1. Recognition that the family is the constant in
the child’s life while the service system and
personnel within those systems fluctuate.

2. Facilitation of parent/professional collaboration
at all levels of health care:

- care of an individual child
- program development, implementation,

and evaluation; and
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- policy formation.

3. Sharing of unbiased and complete information
with parents about their child’s care on an
ongoing basis in an appropriate and supportive
manner.

4. Implementation of appropriate policies and
programs that are comprehensive and provide
emotional and financial support to meet the
needs of families.

5. Recognition of family strengths and individuality
and respect for different methods of coping.

6. Understanding and incorporating the developmental
needs of infants, children, and adolescents
and their familiés into health care delivery
systems.

7. Encouragement and facilitation of parent-to-
parent support.

8. Assurance that the design of the health care
delivery system is flexible, accessible, and
responsive to family needs (p. 71).

A ninth element was added in 1992 by the Family-Centred Care
Committee of the Eastern Canadian site (Letourneau & Elliott,
1996) :

9. Implementation of appropriate policies and

programs that are comprehensive and provide

emotional support to meet the needs of staff.

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



The first eight elements are likewise described by others
(e.g. Brown et al., 1991; Cormany, 1993; Korteland & Cornwell,
1991, Mahoney, O’Sullivan, & Dennebaum, 1990).

King, Rosenbaum, Law, King and Evans (1996) condense the same
principles into three basic assumptions:

1. Parents know their children best and want the best for

their children.

2. Families are different and unique.

3. Optimal functioning of family members occurs within a

supportive family and community context: all members are

affected by the stress and coping of other family members'.

Parents know their children best and want the best for their

children,

The first premise promotes the view that parents are competent
in caring for their children. Pecora, Whittaker and Maluccio (1992)
state that "parents and children are regarded as active and
striving human organisms who are basically motivated to grow and
achieve competence" (p. 51). The premise reflects the values of the
client-centred approach, or humanistic theory, as described by Carl
Rogers, among others (Rowen, 1986). This is a shift away from
emphasizing pathology or deficits when dealing with families, which
is still prevalent in health care (Ahmann, 1994; Brickman et al.,

1982; Fiene & Taylor, 1991; Mahoney et al., 1990).

'Por more detail see Appendix B, reprinted with permission
of the authors.
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Power in decision making becomes an issue under the premise of
competence. Delaney and Weening (1995) write about the need for
organizations to develop partnership models with parents. In a
collaborative partnership, all partners exercise power in the
decision making process. The collaborative partnership involves
pooling of resources, information and 1labour to meet shared
objectives. It means working with groups and/or individuals who
bring insight and experience to the table (Barter, 1996; Delaney &
Weening, 1995). This is in line with the shifting paradigm from
what Schriver (1995) refers to as binary or competing and
oppositional terms, such as "we-they", to cooperative and inclusive
terms, such as "us".

According to Tjosvold’s interdependence model of
collaboration, as described by Barter (1996), four key elements are
a prerequisite to a successful collaborative effort:

1. common wishes and goals,

2. shared values and attitudes,

3. joint tasks and rewards,

4. fair distribution and exchanges.

The collaborative model is compatible with the key elements of
family centred practice principles in that collaboration is
expected to take place on all levels of intervention, from worker-
family to administrative levels. Sharing of power and resources,
mutual problem solving and operating from a common value base are

features of a collaborative framework that fit with a family

10
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centred practice (Barter, 1996; Shelton et al., 1989).

The goal of family centred practice is to assist participants
to develop knowledge, attitudes and skills to be effective as
parents. The family becomes an equal partner in the service
provision network, and is treated with respect and dignity
(Cardoso, 1991) . Proper information enables parents to participate
in the decision making process (Hartman & Laird, 1983).

Dunst, Trivette and Deal (1988) provide a description of help-
giver and help-seeker activities based on Brickman’s helping models
(Brickman et al., 1982), expanding to an Enabling Model, which de-
emphasizes help-seekers’ responsibility for causing problems, and
emphasizes help-seekers’ responsibility for acquisition of
competencies necessary to solve problems, meet needs, realize
personal projects and attain desired goals (Dunst et al., 1988).
The service provider experiences a shift in his/her role from an
expert to an ally who enables the family to articulate what they
need (Kalyanpur & Rao, 1991). Letourneau and Elliott (1996)
summarize the key elements of family centred care as those that
promote self-determination, decision making capabilities, control
and self-efficacy. All these components reflect an enabling rather

than a medical model of helping.

Families are different and unique.

The second premise states that families are different and
unique (King et al., 1996). The very definition of family changes

over time with changes in family structures in society. Family

11
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centred care embraces diversity in family composition, cultural

backgrounds, choices, strengths and needs (Ahmann, 1994; Johnson,
1990; Hartman, 1992; Letourneau & Elliott, 1996; Shelton et al.,
1989).

Schriver (1996) claims that the traditional and dominant world
view is shaped by "the dimension of whiteness", which is defined by
patriarchal/masculine values. Public decision and policy making
arenas are controlled by these values, also referred to as
Eurocentric. Alternative paradigms offer a view that is based on
the inherent worth and dignity of all humans, recognizing
especially the benefits of human diversity.

Hardy and Laszloffy (1994) address two issues related to
diversity. The language and terminology used by professionals tends
to be based on the domiﬁant: white middle class societal values.
Secondly, professionals tend to marginalize issues related to race,
gender preference, or other issues of diversity. The authors add
that two major movements, the postmodern and the multicultural
movements, offer a potential challenge to the Eurocentricity.

The feminist view parallels the family centred model as it
promotes diversity, creativity, alternative views and personalized
outcomes. The emphasis of intervention is more on the process than
the end result (Korin, 1994; Wheeler & Chinn, 1991). Korin (1994)
elaborates on the ways in which the larger context of social
inequalities contributes to an imbalance of power in therapeutic
relationships. She discovered in her clinical practice that she

inadvertently encouraged dependency, or "chronic patienthood",

12
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among those who live within a continuous cycle of oppression. She
used PFreire’s ideas (as in Korin, 1994) about critical
consciousness to educate her clients. The goal of the therapist was
to demystify knowledge, eliminate arguments based on authority, and
generate a redefinition of hierarchies of power in clinical
relationships, allowing the client to be active and exercise
control over the process. The use of similar principles is an
absolute necessity when dealing with families of children with
disabilities, in order to implement family centred principles.

Schriver (1996) states that "inclusive perspectives allow us
to more readily gain access to and understand the strengths of
others" (p.57). The strengths perspective is consistent with a
collaborative model, and compatible with the family centred
principles. Saleeby (in Schriver, 1996) lists six basic assumptions
that guide a strengths perspective:

1. Respecting client strengths,

2. Clients have many strengths,

3. Client motivation is based on fostering client strengths,

4. The social worker is a collaborator with the client,

5. Avoiding the victim mind set,

6. Any environment is full of resources (pp. 58-59).

Dunst, Trivette and Deal (1988) define certain qualities
associated with family strengths. They categorize them in two major

themes:

1. Family strengths and capabilities represent

13
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intrafamily resources that are often mobilized
as one way to meet needs.

2. Pamily strengths and capabilities are

the competencies that families employ to

mobilize or create extra family resources (p. 26).

Families accomplish the above in their own unique way, depending on

their qualities and their own functioning style.

Optimal functioning of family members occurs within a
supportive family and community context.

The third premise emphasizes the importance of the support of
family and community to the optimal functioning of the client.
Shelton et al. (1989) stéte that family centred care goes beyond
the child’s health care needs. It strives to recognize and to
promote healthy family functioning by enabling the child and family
to meet normal developmental tasks. These include the ability to
maintain employment, normal social relationships with relatives,
friends and neighbours, normal routines, and to have the family
members’ needs met, including the individual with disabilities,
through normal, generic programs (Slater & Wikler, 1986). The
family systems theory proposes that family members need to be
physically and mentally healthy to be able to take care of the
children in the family. For that reason, the intervention in the
family centred approach does not necessarily need to be directed

towards the identified child in order to be beneficial (Rolland,

14

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



1988).

The impact of the chronicity of a child’s condition is felt by
the entire family. The family members may experience increased
amount of stress, social isolation or financial strain (Bernier,
1990; Kazak, 1986; Marchenko & Smith, 1986; Rosenbaum, 1996; Slater
& Wikler, 1986). The lack of ability to function spontaneously as
a family unit is one of the major issues for families who have a
child with long term health care needs (Diehl, Moffitt & Wade,
1991; Fiene & Taylor, 1991; Jackson, Finkler, & Robinson, 1992;
Marchenko & Smith, 1986; Slater & Wikler, 1986). Marital
difficulties and issues with sibling adjustment are common, as
caregivers struggle to balance their time between the demands
brought about by the illness or disability and the needs of other
family members. |

Bernier (1990) postulates that families experience recurrent
grief and crisis. He states that their ability to manage the
circumstances depends on the supports available, coping abilities
unique to the family, and on the nature of the disability.

The family itself is a natural helping system and an
instrument of change (Hartman & Laird, 1983). A family shares
specific characteristics with all other type of systems: for
instance, every member of the family plays a part in the working
whole. If one member of the system is affected, it has an impact on
all other members of the system (Brown, Thurman, & Pearl, 1993).
The impact of a child’s disability or illness on a family can be

examined through the Family Adaptation Model (Patterson, 1988).

15
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Interventions are directed towards establishing a balance between
the demands on the family and its adaptive capabilities. The
demands are created by stressors, such as an initial diagnosis or
normal events in the life cycle, such as starting school; and
strains, which are accumulating demands associated with the
disability, such as financial problems, day-to-day care giving
stress, etc. Adaptive capabilities are comprised of resources
(personal and family and community system) and coping abilities. A
practice based on family centred principles regards human problems,
needs, and conflicts as adaptive tasks providing the client with
opportunities for growth, mastery, and competence development
(Pecora et al., 13992).

The family’s ability to assist a child who has long-term
health care needs depends on the internal coping mechanisms of the
family, as well as on the formal and informal resources and
supports available to the family (Bernier, 1990; Knoll, 199%2;
Pecora et al., 1992). The shift in service planning over the past
decade or so, has been from expert-provided services to accessing
community resources and encouraging family to family support (King

et al., 1996; Knoll, 1992, Winton & Bailey, 1997).

E MANAG
Case management is viewed as a means to provide services to
clients with complex needs requiring long term care (Applebaum &
Austin, 1990; Roberts-DeGennaro, 1987; Rothman, 1991). It is seen

as a way to mitigate the chaos created by fragmented systems

16
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(Moore, 1992). Case management intervention takes place on a number
of levels from the individual client 1level to the realm of
legislation and policy making.

The day-to-day case management intervention happens on two
levels: the client and the service system (Vourlekis & Greene,
1992) . The range of services may be determined by such factors as
the target population, the type of agency, caseload size and the
nature of the service delivery system. Greene (1992) equates case
management with generic social work practice, as one of its core
technologies. Case management is defined as a process of service
coordination, with built in accountability to ensure the client’s
right to service. The process is not linear but cyclical, as new
needs arise and people move in and out of the system at different
times (Rothman, 1991).

Case management is generally defined by its functions
(Applebaum & Austin, 1990; Long, Katz, & Pokorni, 1989; Moore,
1992; Netting, 1992; Roberts-DeGennaro, 1987; Rothman, 1991;
Vourlekis & Greene, 1992), which can be summarized as follows:

1. entry (intake/prescreening),

2. assessment,

3. goal setting/care plan drafting/service planning,

4. care plan implementation/counselling/resources/linkages (formal
& informal),

5. monitoring, reassessment,

6. review/evaluation/discharge.

17
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The functions are progressive and overlapping, combining aspects of
all three methods of social work practice, namely casework, group
work and community organization (Roberts-DeGennaro, 1987). Case
management deals with the needs of an individual client and the
client systems, including family and community resources. In
addition, it concerns itself with the community structures,
programs and resource allocation policies that affect the client’s
situation.

Case management models have their origins in the care planning
task (Austin, 1990; Vourlekis & Greene, 1992), which are client
specific. The case manager focuses on the system within which the
individual functions. The systems theory, the person-in-situation
configuration, is seen as the conceptual foundation of case
management practice (Apf:lebaum & Austin, 1990; Bernier, 1990;
Pecora et al., 1992; Roberts-DeGennaro, 1987; Vourlekis & Greene,
1992). Greene (1992) identifies three goals for case management
intervention: 1. continuum of care, 2. coordination and linking
of service delivery systems, and 3. maximizing and enhancing client
independence. These goals are incorporated in the case management
functions which also reflect the values that case management is
based on. To facilitate collaboration between the client and
worker, an environment that promotes mutual trust and client self
determination needs to exist (Applebaum & Austin, 1990). Belief in
client competence and power sharing in the decision making process
is fundamental to case management (Pecora et al., 1992; Roberts-

DeGennaro, 1987). In assuming that the client and people in his/her

18
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environment possess certain strengths and successful coping
strategies, the case manager can enhance these skills by providing
information, techniques or resources which will empower the client
to take control of their situation (Fiene & Taylor, 1991;
Schriver, 1996).
When dealing with children’s health care needs, the family
becomes the unit of attention. Pecora et al. (1992) note that:
focus on the family does not mean that the child’s needs and
interests are of secondary importance. It means that, in most
cases, the child can best be helped through regarding the
family as the central unit of service or focus of attention,
whenever and as much as possible. Human beings can best be
understood and helped within their significant environment,
and the family is the most intimate enviromment of all

(p. 46).

Ideally, the goal of case management is client empowerment by
teaching needed skills and strategies so that clients and families
develop the self-efficacy that enables them to be in control of
their own services (Fiene & Taylor, 1991; Kaufman, 1992; Netting,
1992) . This is an approach consistent with generalist social work’s

emphasis on the rights of a client (Kirst-Ashman & Hull, 1993).

FAMILY CENTRED E MANAGEMENT
Indeed, one element mutual to the family centred philosophy

and the case management process is the promotion of client

19

1
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



empowerment (Cormany, 1993; Fiene & Taylor, 1991; Jackson et al.,
1992; Kaufman, 1992; Marchenko & Smith, 1992). It can be
facilitated by provision of information (Moore, 1992), parent-to-
parent support and skill building sessions (Marchenko & Smith,
1992), by increasing individual opportunities, choices and
responsibilities (Cormany, 1993), and specifically by forming a
collaborative partnership with the family (Barter, 1996; Pecora et
al., 1992; Schriver, 1995).

Service coordination remains one of the top issues with
parents who have children with long term health care needs
(Cormany, 1993; Peckham, 1991). The role of a service coordinator
(case manager) is based on assumptions that it is to be proactive,
family centred rather than system centred, and that families are
empowered and enabled through promoting family competencies to
obtain services and resources. Active efforts are made by the
service coordinator to avoid creating dependence or learned
helplessness in families by teaching, encouraging and reinforcing
advocacy and independent decision making skills. Families prefer
"participatory democracy as opposed to representative democracy"
(Cormany, 1993, P- 13). Coordination of activities and
collaboration occurs on the case manager to family, as well as
agéncy to agency level.

Jackson et al. (1992) describe a care coordination process
based on assumptions that are congruent with what.Dunst et al.
(1988) define as a client empowerment approach. The coordination

process is based on the family systems approach, the services are
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individualized, and the care coordination is expected to support
families in order to maximize their capacity to access services
independently.

Empowerment based practice is established on the recognition
of family strengths and that the client and social worker
collaborate as peers to solve problems (Solomon, 1985). Gutierrez
(1994) identifies major issues and themes which characterize the
process of eﬁpowerment: increasing self-efficacy, developing a
critical consciousness, developing skills and involvement with
similar others. Case management lends itself to this model as it
seeks to provide clients with skills to make informed decisions
about services offered, provides linkages to service providers and
promotes parent-to-parent support (Applebaum & Austin, 1990; Fiene
& Taylor, 1991; Marchenké & Smith, 1992; Rothman, 1991).

Lord and Farlow (1990) identified the following
characteristics of services that contribute to personal
empowerment: they are personalized, interactive, and are aimed at
reducing dependency. The focus is not only on the psychological or
illness related needs of the person, but rather on the "person-in-
the-environment". In contrast to traditional human service
practices where interventions are typically provided following the
onset of some problem or difficulty (Slater & Wikler, 1986), family
centred programs are oriented toward preventing families’ and
children’s problems. Dunst et al. (1988) argue that the use of
promotion and enhancement models increases the 1likelihood that

people will become more capable and competent in managing the long
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term health care needs of their loved ones, as a result of

intervention efforts.

SUMMARY
Family centred practice principles represent a fundamental
shift in the way long term health care services are provided to
children and their families. The shift has occurred from an expert
driven service system to a collaborative partnership between
service providers and the consumers (Winton & Bailey, 1997).
The following key assumptions guide the family centred
services:
1. Parents know their children best and want the best
for their children.
2. Families are different and unigue.
3. Optimal functioning of family members occurs within
a supportive family and community context: All
members are affected by the stress and coping

of other family members. (King et al., 1996).

The family centred principles view parents of children with
disabilities from a strengths perspective, as competent partners in
designing service plans. The holistic approach acknowledges the
importance of formal and informal support systems. Acceptance of
diversity in terms of family composition, knowledge, skills,
cultural and ethnic background and coping methods, is incorporated

in the family centred values (Schriver, 1996; Shelton et al.,
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1989).

Case management’s value base, including the tasks and
functions that define case management, are compatible with the
family centred principles (Fiene & Taylor, 1991). Based on the
Ecological Systems Theory (Germain & Gitterman, 1980), the goal of
case management is to provide parents with linkages, resources and
the building of skills to become self sufficient in managing the
resources and services that the family needs (Rothman, 1991). Case
management is one way of implementing family centred practice
principles.

The key element in implementing the family centred principles
through the family centred case management approach is the
collaborative partnership between the parents and the service
providers. The end result is an enabling and empowering service
model which is personalized, interactive and focuses on consumer

needs from a holistic point of view (Dunst et al., 1988).
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DESCRIPTION OF MODELS

A number of features are common to programs that operate
within the family centred service philosophy. The family of the
child with disabilities is central to service delivery and takes on
the primary decision making role (Korteland & Cornwell, 1991).
Family centred programs use strengths based, empowering approaches.
Parents are treated as experts on their child’s condition (Powell,
1996) . Collaboration is expected not only between worker and family
but also beyond agency boundaries. These models promote one-stop
access to services, regardless of whether services are provided by
one agency or a number of agencies. Collaboration and team work
between professionals are essential in order to ensure coordinated
services. Some family centred programs promote the identification
of a service coordinator. The role can be taken up by a
professional or a parent or other care giver (Cormany, 1993). The
assessment and care plan address both child needs and those of the
family. Interventions are tailored to family needs, skills,
competencies and values. In addition, linkages with other families
and referrals to other resources will complement the plan.

Evaluations of family centred programs are based on individualized

outcomes (Boone, Moore, & Coulter, 1995; Brown et al., 1991;
Brown et al., 1993; Cormany, 1993; Dunst, Trivette, Gordon &
Starnes, 1993; Fiene & Taylor, 1991; Jackson et al., 1992;

Kaufman, 1992; Korteland & Cornwell, 1991; Mahoney et al., 1990;

Rosenbaum, 1996).
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IMPLEMENTATION OF FAMILY CENTRED PRACTICE MODELS

The publication of the key elements of the family centred care
by the Association for the Care of Children’s Health (Shelton et
al., 1987) set forth a motion that has been gaining acceptance in
health care and children’s services ever since. Even though widely
implemented, Letourneau and Elliott (1996) found in a recent survey
of health care professionals that family centred care is more
difficult to put into practice. Even though health care
professionals generally support and respect the philosophy of
family centred care, many experience conflict in their helping
styles, based on the medical model, and the expectations for
practice according to the family centred principles. Specifically
the support needs of families are not consistently recognized as
interventions tend to focus primarily on the child (Dunst &
Trivette, 1987; Korteland & Cornwell, 1991; Shelton et al., 1989).

Boone et al. (1995) assessed family centred practices in
infant and toddler programs. They reviewed Individual Family
Service Plans (IFSPs) to determine quality indicators reflecting
family centred practices. Both parents’ and professionals’
perceptions of family centred practices were assessed. They found
th;t the IFSPs were primarily child centred, focusing on
facilitating the child’s development. The majority of written
outcome statements addressed child centred concerns (67%). Only 22%
of global family concerns and 23% of child related family concerns
were addressed in the outcome statements. Both parents and

professionals had higher expectations for ideal services. According
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to this study, parents and professionals in rural areas perceived
greater family centred practices in current service delivery than
in urban areas.

Diehl et al. (1991) surveyed the needs of parents of children
with medically complex needs. The most overwhelming concern
reported by these parents was the stress on the family structure
created by the complex needs and time demands that the disability
placed on the family, and the impact of it on all family members.
The needs expressed by the parents were not the ones addressed by
most service delivery systems. Mahoney et al. (1990) polled mothers
of children with disabilities who received early intervention
services. Their findings concur with the above view that the
components of family focused intervention are not consistent
features of the services provided to them. Brown et al. (1991)
report that intervention activities are mainly child-focused or
concentrate on discharge planning. Tucker and Roberts (1990) state
that holistic care is still regarded as a future issue in the
service provision for children with long-term health care needs.
Slater and Wikler (1986) propose that professionally provided
services tend to substitute families rather than support them.

Arango (1990) notes that family centredness is a buzz word
these days but wonders how many health care and educational
programs truly are based on these philosophical principles. She
questions the family’s role in the decision making process, whether
they receive emotional support, and how easily the service fits

into all aspects of a child’s and the family’s life. To promote a
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true parent-professional partnership, Arango encourages parents to
_become involved, and organizations to accept parents as advisors,
board members, and support for other parents. She emphasizes the
need to become much more culturally, racially, and geographically

diverse in order to represent a true family centred point of view.

BARRIERS TO FAMILY CENTRED PRACTICE

Often parents and professionals are operating within limited
models, which prevents them from living up to the family centred
philosophy (Brown et al., 1991; Boone et al., 1995; Jacono, Hicks,
Antonioni, O’Brien & Rasi, 1990; Letourneau & Elliott, 1996;
Mahoney et al., 1990). Parents may be unaware of their unique and
important role in the early intervention process (Boone et al.,
1995; Winton & Bailey, 1997) . Social policies and agency mandates
may view children as separate from their families (Hartman & Laird,
1983) . Family members may not be seen as important partners in the
provision of health care and rehabilitation services (Ahmann,
1994) . From the medical model’s perspective, the family is often
viewed as an extension of the patient rather than the patient as an
extension of a family unit (Jacono et al., 1990). Family members
are seen as resources for the child with disabilities, whereas the
resource needs of the families go unrecognized (Slater & Wikler,
1986) .

Cardoso (1991) points out that a barrier to family centred
care is the reluctance of care providers to see parents as

competent. Summers et al. (1990) conducted a qualitative study that
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focused on the Individualized Family Service Plan process in early
intervention. In a summary of the responses generated by a focus
group, the most frequently mentioned theme was the importance of
sensitivity to families. Respondents mentioned the need for staff
to be supportive of families who experience a wide range of
emotions, and to be accepting and nonjudgemental. Other comments
generated by the study underscored the importance of the family as
the ultimate decision maker, the need to respond to diversity and
individual family preferences, the importance of providing clear
communication and consideration for the whole family, including its
natural support networks (Summers et al., 1990, p. 85). Winton and
Bailey (1997) agree that the family centred vision in service
provision is the desired direction by both families and
professionals. Families often.do not know how to assume the central
role and professionals lack the skill and means of developing

collaborative partnerships with them.

RESEARCH IN FAMILY CENTRED CASE MANAGEMENT

Many articles addressing case management are descriptive in
nature (e.g., Cormany, 1993; Fiene & Taylor, 1991; Rothman, 1991).
Netting (1992) provides a word of caution to the fact that case
managers can become gate keepers, especially during the era of
fiscal constraints and 1limited resources. Cormany (1993)
acknowledges similar concerns referring to some problems with
program related service coordination involving the rationing of

services in some direct manner by matching consumer needs, vendor
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priorities, and available funding. Fiene and Taylor (1991) note
that scarcity of resources and environmental barriers are of
concern to families living in rural and remote regions.

Marchenko and Smith (1992) found that a family centred case
management project was limited by the general supports provided by
the community. The case managers also encountered "system
problems". Due to fragmented service systems, for instance the need
to apply to several funding resources, the case manager’s functions
were limited by time spent on attaining funding and arranging
services, which detracted from the amount of time and energy the
case manager and families could have focused on other concerns.

Family centred care is not always the most resource
efficient. Frequently, coordinated care results in higher and a
wider range of costs and at least initially, increased usage of
resources (Marchenko & Smith, 1992; Smith, Layne, & Garell, 1994).
Case management, however, strives for cost effectiveness (Cormany,
1993; Fiene & Taylor, 1991; Rothman, 1991), creating a potential
conflict between family centred care and effective case management.

Cnaan (1994) evaluated the effectiveness of case management,
and notes that it had no significant effect on the development of
larger and more diverse social networks for clients in mental
health setting. Marchenko and Smith (1992) note that with the case
management approach, access to services increased and the mothers’
life satisfaction was increased. High service needs continued in
other areas. Berkowitch, Halfon and Klee (1992) evaluated the

effectiveness of the case management approach provided in pediatric
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outpatient programs. The authors chose four indicators of case
management effectiveness, namely comprehensiveness, continuity,
duration and coordination of care. They found that case management
was effective in improving comprehensiveness and continuity of care
among participating families. To improve case management
effectiveness, one person was identified across programs and among
service providers as a case manager. Rothman (1991) notes that
little research has been done in terms of the overall usefulness of
case management to the client.

Some studies (Brown et al., 1991; Dunst et al., 1993; Fiene &
Taylor, 1991; Jackson et al., 1992; Kaufman, 1992; Marchenko &
Smith, 1992; Smith et al., 1994) look specifically at the family
centred case management model. All articles reflect findings in the
United States, some dealing with Neonatal Intensive Care settings
and some with Home and Community Care programs or pilot projects.

In Canada, Rosenbaum (1996) describes the Measure of Processes
of Care (MPOC) questionnaire that his research group specifically
developed to evaluate parents’ perceptions of family centred
services in pediatric rehabilitation settings. King, Rosenbaum and
King (1995) conducted a number of surveys at various children’s
rehabilitation settings across Ontario for the purpose of the
validity and reliability studies when developing the Measure of
Processes of Care questionnaire. The emphasis of these studies was
to develop an instrument to measure the degree of family
centredness. Letourneau and Elliott (1996) studied professionals’

perceptions of family centred service practices at a Western

31

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



Canadian children’s hospital. No Canadian articles were found that
addressed specifically a family centred case management approach at
an outpatient facility, such as a children’s treatment centre.

Jackson et al. (1992) evaluated a pilot project and found that
a family centred case management program can be effectively
implemented in a hospital setting, the process being highly
satisfactory to parents. Marchenko and Smith (1992) conducted a pre
and post test study and discovered that family centred case
management services improved maternal life satisfaction, but the
needs of all family members were not met. For instance, siblings of
children with disabilities continued to have difficulties coping.
Smith et al. (1994) concluded that care coordination was readily
accepted by families and resulted in increased services, but the
evaluation proved to be challenging. Outcomes like empowerment and
family congruence are not easily quantifiable outcomes, which makes
measuring them difficult with quantitative methods. The complexity
of family systems and the lack of definition of case management
increase the difficulty of determining the impact of intervention
and the attainment of goals. In addition, self selection and a
small size of the sample were identified as areas of concern.

Three articles describe models of family centred case
management programs( Brown et al., 1991; Fiene & Taylor, 1991;
Kaufman, 1992) but do not involve an evaluative component.

Dunst et al. (1993) investigated the extent to which different
relationship-related help-giving attitudes and behaviours vary

among case managers. The findings demonstrate that there is a link
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between case manager practices consistent with family support
principles, and the practices presumed to being family centred. In
brief, better family outcomes are related to case manager helping
styles that are consistent with the intent of family support

principles.

SUMMARY

In reviewing the literature on family centred services, the
health care plan centers around the Individual Family Service Plan
(IFSP) . This is a mandated early intervention process in the United
States. According to the reviews, the Individual Family Service
Plans do not generally meet the needs of the entire family. They
tend to be narrow in focus, concentrating on child centred needs or
discharge planning (e.g.', Boone et al., 1995). Parents are not
comprehengively involved in the decision making process, and many
programs fail to provide emotional support, or fit in the family’s
life style (Arango, 1990).

Both parents and professionals may operate from limited
models, which serve as barriers to implementing family centred
practice principles (Jacono et al., 1990). Service providers often
fail to see parents as competent partners in designing services
(Summers et al., 1990). Professionals may need to reconsider
traditional interaction techniques and terminology (Mogedal, 1994;
Powell, 1996).

Even though the case management approach has generally been

well accepted by parents, more research is required to compare case
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management to other approaches (Berkowitz et al., 1992). Some
researchers warn that certain control issues are affiliated with
case management due to the role of the case manager as a dJate
keeper to resources (Marchenko & Smith, 1992; Netting, 1992).
Dunst et al. (1993) support the family centred case management
as a model most consistent with the enabling and empowering
principles. The model is reported as highly satisfactory to
parents, it can be effectively implemented and it is readily
accepted by parents (Smith et al., 1994). However, a Canadian
component in the literature of family centred case management is

missing.
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DESIGN

As indicated in the literature review, even when a certain
type of service philosophy is identified with an agency or a
program, it does not automatically mean that services are
implemented in accordance with the principles and values of the
model. Before further analysis and postulations are possible
regarding the family centred case management model, it was
necessary to find out whether the parents involved with the George
Jeffrey Children’s Treatment Centre Infant and Preschool Program
actually felt that they were receiving services that were congruent
with the family centred case management values and principles. With
no control group available and without a proven theoretical
framework, an exploratory design was chosen.

In the case of this particular research it is not possible to
evaluate the services of the Infant and Preschool Program before
the parents become involved with the services of the program. For
that reason, a pretest was not feasible. The research was conducted
as a one-shot case study, or post-test only one-group design
(Leavitt, 1991).

A cross-sectional mail survey was chosen as a method of data

collection.

STUDY POPULATION
The total caseload of the George Jeffrey Children’s Treatment

Centre Infant and Preschool Program, excluding the waiting list,

was surveyed. The Centre’s catchment area includes the city of
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Thunder Bay, rural areas surrounding the city, and the district of
Thunder Bay. The majority of the families reside within the city of
Thunder Bay and the rural townships. District families are able to
choose services at the Centre during their trips to the city, or
through the Integrated Services for Northern Children program in
their own communities on a consultation basis.

All children in the Infant and Preschool Program have acquired
or congenital neurological disorders, motor developmental delays,
communication challenges in speech and/or language development, or
they are at risk for delays due to premature or traumatic birth.
The children may receive one or several services, such as
physiotherapy, occupational therapy, speech language pathology and
social work. They may also attend medical or orthopaedic clinics.
The frequency of intervention may vary (once a week, twice a month,
once a month, every 2,3,4,6 months, once a year) and a number of
modalities are used (individual or group therapy, mediated therapy,
consultation) .

The survey was limited to families receiving services from the
Infant and Preschool teams. This limitation was imposed due to the
dramatic decline in contact between parents and professionals once
services are provided through different venues, such as the school
setting.

Two hundred and sixty nine (269) children were identified as
eligible to participate in the survey. Out of these, five (5) were
siblings of children already selected for the survey. Each family

was mailed only one questionnaire. Two hundred and sixty four
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(N=264) families were mailed the survey package. The distribution
of the initial mailing was as follows: 232 packages were sent to
the city of Thunder Bay residents, 20 to rural residents and 12 to.
families living in the district. Twelve (12) of the packages were
returned due to the respondent having moved without leaving a
forwarding address, reducing the number to 252. Porty three (43)
responses were returned from the first mailing. Another thirty five
(35) were returned after the first reminder (second mailing). Three
(3) more responses were received after the second reminder (third
mailing). After the last reminder, four (4) people telephoned
stating that they did not wish to participate in the survey due to
minimal involvement with the Centre.

Eighty one (81) responses were returned out of the 252 mailed
for the response rate of 32.1 percent. Two of the returns were
discarded due to insufficient data. The data analysis is based on

79 (N=79) completed questionnaires.

INSTRUMENTS

The Measure of Processes of Care (MPOC) questionnaire was used
(Appendix E). Permission to use the tool was obtained from its
developers, the Neurodevelopmental Clinical Research Unit (NCRU) of
McMaster University and Chedoke-McMaster Hospitals. The Chief
Executive Officer of the George Jeffrey Children’s Treatment Centre
authorized in writing the use of their Infant and Preschool
caseload as the survey population (Appendix C). The Board of

Directors and the Family Advisory Committee of the agency were
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informed verbally by the Chief Executive Officer of the research
and the mailing of questionnaires.

The MPOC is a 56-item self-administered questionnaire which
was developed to measure parents’ perceptions of the care they and
their children receive from rehabilitation treatment centres. The
authors of the questionnaire state that the measure is viewed as
"tapping the important features of family-centredness" (King et
al., 1995, p. v).

The MPOC consists of five scales:
® Enabling and Partnership
® Providing General Information
® Providing Specific Information about the Child
® Coordinated and Comprehensive Care for the Child and Family

® Respectful and Supportive Care

The questionnaire consists of a number of statements related to
activities at a rehabilitation centre. Statements are rated by the
respondent on a scale ranging from 1 (never) to 7 (to a great
extent) .

The reliability and validity studies of the MPOC measure are
based on four data sets: (1) the pilot testing study (N= 653), (2)
a field testing (N=151), (3) a test-retest reliability study
(N=29), and (4) a validation study to assess social desirability
response bias (N=14) (King et al., 1995). A brief overview of these

studies follows:
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Reliability.

The internal consistency of MPOC-56 scales was assessed by
Cronbach’s Coefficient Alpha. All values, except for the third
scale in the smaller sample (N=29) (Providing Specific Information
about the Child = .63), were above the minimally accepted criterion
of .80.

The stability of the scales over time was assessed with data
collected in a test-retest reliability study. Parents answered MPOC
the same way after an interval of 3 to 4 weeks. The Intraclass
Correlation Coefficient was used as a reliability coefficient,

ranging from .78 to .88, suggesting good stability over time.

Validity.

Content Validity: Thfough the development of MPOC, the domain
of care-giving was systematically reduced to aspects determined by
parents to be of more relative importance. Parents also
participated in generating the items for the aspects of care-giving
and health care providers examined the draft version to determine
if the content reflected how care might be experienced by parents
in the treatment centres where they worked. All items retained in
the MPOC were rated as highly important with item means ranging
from 2.20 to 2.96 on a three point scale (King et al., 1995, p.
42).

Congtruct Validity: Evidence is presented by the research
group that MPOC’s five scales are distinct and represent meaningful

aspects of care. The data to support these findings were derived
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from the four data sets mentioned above.

The MPOC was initially developed for the purpose of exploring
how the processes of care giving relate to parents’ psychosocial
well-being. A single question on stress was created to investigate
any association between the MPOC and a preliminary assessment of
parents’ mental health. Two versions of the stress question have
been used during the development of the MPOC. Correlations of MPOC
with this stress variable were tested, with a hypothesis that
higher levels on MPOC scale scores would be associated with lower
levels of stress on all scales. The results of this testing showed
statistically significant negative correlations between all MPOC
scales and stress.

The MPOC scaleé correlate positively with a measure of client
satisfaction (Client Sétisfaction Questionnaire by Larsen,
Attkisson, Hargreaves, & Nguyen, 1979). The authors note that "the
correlations between MPOC scales and satisfaction show particularly
that the interpersonal (rather than informational) aspects of care
are highly related to satisfaction" (King et al., 1995, p. 47).

The MPOC scale scores do not react to demographic
characteristics of the family and child, and aspects of service
delivery. In preliminary studies no significant correlations were
found between MPOC scale scores and community type (urban, small
urban, rural), family type (single, two parent), gross family
income, mothers’ education, fathers’ education (Spearman Rank r),
and child’s gender (eta coefficient). These findings provide

evidence for discriminant validity.
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The developers of the instrument predicted a negative
relationship between a child’s age and some of the scale scores.
Enabling and Partnership (-.13) and Coordinated and Comprehensive
Care (-.16) showed negative correlation (Pearson r coefficient)
with child’s age.

Paired t-tests were conducted to assess social desirability
bias. The findings provide supportive evidence that parents are
reporting their true experiences.

The authors of the instrument make a particular point of
noting that since the MPOC has been developed quite recently, more
validity and reliability studies need to be conducted in the
future.

Comments from parents on the questionnaires indicate that the
issues being addressed in:MPOC are relevant, the questions are well
formulated, and that the work is worthwhile (King et al., 1995,
pP-42). The instrument seems acceptable to parents and appears to

measure what it purports to measure.

Suitability for current gtudy.

The MPOC was developed in Ontario, Canada, and has been
successfully used in Ontario children’s treatment centres, which
makes it suitable for the purposes of this reseach. It was
specifically developed to measure parents’ perceptions, making it
compatible with the focus of this research. The questions are
designed to describe services that parents and their children

receive from children’s treatment centres. The questionnaire was
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developed with extensive input from parents. The five scales are
based on the aspects of care that parents viewed as important (King
et al., 1995). Although new, the MPOC is an established instrument
to measure the extent of family centredness of ser