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“More Than my Child’s Disability .....”: A Study of Family Experiences and Family-Centred Practice

SUMMARY

A family-centred approach is recognised both in Australia and internationally, as one of

the most important principles for the provision of early childhood intervention services.

The role of families in determining the shape and extent of the services, supports and

resources that they receive is therefore, an important aspect of service planning and

provision. Given this, how can services measure how family-centred they are and do

families and service providers have similar perceptions as to the extent of family centred

practice? What are the experiences of families who receive early childhood intervention

services? This study addressed these and other issues. Specifically the aims of the

study were to:

¢ Undertake an extensive review of the literature in the field of family-centred practice;

¢ Identify and describe the experiences of families who access Scope services;

¢ Identify the most important aspects of family-centred practice from the perspective of
families and Scope staff;

e Compare and contrast these two views;

o Measure the current level of family-centred practice from the perspective of families
and Scope staff;

e Compare and contrast these two views; and,

e Establish base line measures in relation to family-centred practice for future re-
evaluation purposes and for benchmarking with other organisations.

The study included an extensive review of the literature, and focus groups and telephone

interviews were used to explore the experiences of families who use Scope early

childhood intervention services. The third component of the research used the Measure

of Processes of Care (MPOC) questionnaire (King, Rosenbaum and King, 1995) to

measure the extent of family-centred practice within Scope early childhood intervention

services.

A total of 52 people from across Victoria participated in the focus groups and telephone
interviews. Of those who participated, most (91%) were mothers. A total of 65 families
and 57 Scope staff completed questionnaires. The typical primary disabilities of the
children of those families who participated were developmental delay and physical

disability, which accounted for 68% of the children. Almost 40% of children receiving

© Scope (2004) 1
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services and supports had three or more secondary disabilities with the most common
secondary disability being communication impairment. Families reported that services
were most commonly received at home (39%) or at a Scope site (39%) with another
17% of services being delivered at a community facility. During the focus groups and
telephone interviews, families shared their experiences of, and feelings about, Scope
services and early childhood services in general. The voices of participants are heard

through the extensive use of quotations throughout this report.

As measured by the MPOC questionnaire, the extent of family-centred practice was
examined. This component of the study revealed that families rated similarly regardless
of where they lived, the gender, age or disability of their child or the length of time that
they had been receiving services. Scope staff were more critical of the service they
provided than families were, and had higher expectations of the services they believed
they should provide. Families believed that services had a high level of family-centred
practice as measured by the MPOC with the exception of Provision of General

Information. Clearly families want an increased emphasis on the variety and extent of

information that they can access regarding general, social and community supports and

services. A number of common themes emerged from the study findings. These are:

e A context for family-centred practice: The need to put the philosophies, principles
and practices of family-centred practice within a context of overall service provision;

o First messages and other information: The need of families to have a range of
information and the way this information is communicated;

e Finding the balance: The importance of families having a balance in their lives and
having access to services that can support this balance;

e Inclusive practices and natural environments: Recognising the importance of
delivering services and supports in the child’s natural environments; and,

o Challenges for future evaluation and research: What has been learnt about the
issues associated with future evaluation and research in early childhood
intervention?

These themes and the implications for practice are discussed in Chapter 6. Finally,

recommendations are presented that will guide Scope in future service development

activities but are also designed to support the sector generally regarding gaps and areas
of need. This study has demonstrated that Scope early childhood intervention teams set

high standards of practice and in many areas are achieving higher standards of practice

© Scope (2004) 2
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than those considered by families to be ideal. It is important to acknowledge and
celebrate these findings but also to hear the other important messages from families as
to areas of improvement that are necessary. Scope needs to continue its mission to
embed a family-centred, strengths-based approach into the delivery of services to
children and families.

© Scope (2004) 3
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CHAPTER 1

BACKGROUND

1.1 INTRODUCTION

Although family participation/involvement has been promoted as an important
component in early intervention service delivery, there remain discrepancies in how
families are allowed to and elect to participate in actual program practice.....it is
imperative that parent perceptions of early intervention services be more clearly
examined. (Wehman & Gilkerson, 1999, p.138)

With the move in recent years from a medical model, to a social model of disability
(World Health Organization, 2001), there has been a growing recognition of the need for
families who have a child with a disability or developmental impairment, to be considered
as families first, and for services to reflect the strengths, needs and desires of the whole
family. Thus, the role of families in determining the shape and extent of the services,
supports and resources they receive is an important aspect of service planning and

provision in early childhood intervention.

There is a great deal of literature that indicates the importance of a family-centred
approach and it is recognised as one of the most important principles for the provision of
services to children and their families. Given this, how can services measure the degree
of family-centred practice? Do families and service providers have similar perceptions of
how family-centred those services are? What are the experiences of families who
receive early childhood intervention services? This study addresses these and other

issues.

1.2 SCOPE: PROVIDER OF EARLY CHILDHOOD INTERVENTION SERVICES

Scope provides early childhood intervention services and supports to over 200 families
throughout Victoria (at the time the study was undertaken). These services are provided
through six regional teams, two of which operate in metropolitan Melbourne and the
others in regional and rural Victoria. Scope early childhood intervention services

employs over 60 staff who come from a variety of backgrounds including, but not limited

© Scope (2004) 4
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to, occupational therapists, physiotherapists, speech pathologists, psychologists, family

service coordinators, early intervention educators and others.

1.3 RESEARCH AIMS AND METHODOLOGY

This study explored the experiences of families who use Scope services and measured

the level of family-centred practice. Specifically the aims of the study were to:

e Undertake an extensive review of the literature in the field of family-centred practice;

o I|dentify and describe the experiences of families who access Scope services;
Identify the most important aspects of family-centred practice from the perspectives
of families and Scope staff;

e Compare and contrast these two views;

o Measure the current level of family-centred practice from the perspectives of families
and Scope staff;

¢ Compare and contrast these two views; and,

o Establish base line measures in relation to family-centred practice for future re-

evaluation purposes and for benchmarking with other organisations.

This literature review explored the relevant research regarding the principles and
philosophy of family-centred practice, the experiences of families and the way in which
family-centred practice has been measured in previous research. The review is
extensive in nature and reflects the diversity and amount of literature that is available. It
provides a summation of the literature and research in the field and presents information

in a way that is useful to practitioners and families.

This study consisted of two parts. The first part explored the experiences of families
who use Scope early childhood intervention services. The second part examined the
degree of family-centred practice from the perspectives of families and Scope staff as
well as the views of families and staff members in relation to their perceptions of ideal

services.

The findings of the literature review are contained in Chapter 2. Chapter 3 describes the

methodology used in both parts of the study. Chapters 4 and 5 describe the results of
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each of these two components while Chapter 6 provides a discussion of the overall

findings, including recommendations arising out of the research.

© Scope (2004) 6
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CHAPTER 2

WHAT DOES THE LITERATURE SAY?

2.1 AIMS AND OUTLINE OF LITERATURE REVIEW

The aims of the literature review were to:

¢ Provide an overview of the principles and philosophy of family-centred practice;

o Review the literature that has specifically explored the direct experiences of families
using early childhood intervention services and their perspectives of family-centred
practice;

¢ Identify what is most important to families when accessing these services;

o Explore the responses of service providers as to how well they believe they have
undertaken family-centred practice and what they believe are the most important
aspects for families; and,

o Review studies that have measured the level of family-centred practice (and

associated importance) from the perspectives of families and service providers.

This literature review is divided into four sections. The first section (2.2) looks at
definitions of family-centred practice and summarises key statements of the underlying
principles and practices. The second section (2.3) reviews the literature regarding the
evidence for the effectiveness of family-centred practice, while the third (2.5) explores
what is known about the experiences of families. The final section (2.6) reviews studies
using the particular measure of family-centred practice used in this study, namely the

Measure of Processes of Care (MPOC).

2.2 PRINCIPLES AND PRACTICES RELATED TO FAMILY-CENTRED PRACTICE

2.2.1 Definitions

There is no single, accepted definition of family-centred practice. Indeed, there is not
even an accepted term. Family-centred practice is also referred to as family-centred
service and family-centred care. On the basis of discussions with fellow parents of
young children with developmental disabilities, Viscardis (1998) defined the family-

centred approach as one that:

© Scope (2004) 7
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... begins with the child’s and family’s strengths, needs and hopes, and results in
a service plan which responds to the needs of the whole family. It involves
education, support, direct services and self-help approaches. The role of the
service provider is to support, encourage, and enhance the competence of
parents in their role as caregivers. (p. 44)

Allen and Petr (1996) further defined family-centredness as:

Family-centred service delivery, across disciplines and settings, recognizes the
centrality of the family in the lives of individuals. It is guided by fully informed
choices made by the family and focuses upon the strengths and capabilities of
these families. (p.68)

Law, Rosenbaum, King, King, Burke-Gaffney, Moning, Szkut, Kertoy, Pollock, Viscardis,
and Teplicky (2003) offered this definition:

Family-centred service is made up of a set of values, attitudes, and approaches
to services for children with special needs and their families. Family-centred
service recognises that each family is unique: that the family is the constant in
the child’s life; and that they are the experts on the child’'s abilities and needs.
The family works with service providers to make informed decisions about the
services and supports the child and family receive. In family-centred service, the
strengths and needs of all family members are considered. (p.2)

Inevitably, these and other definitions tend to consist of lists of practices and principles,
indicating that family-centred practice is actually, as Rosenbaum King, Law, King and
Evans (1998) stated, an umbrella term for both a philosophy and a method of service
delivery. The important issue is not whether a definition can be agreed upon, but
whether agreement can be reached regarding the underlying principles and consequent

practices.

2.2.2 Principles and practices

Reaching agreement on underlying principles and practices is complicated by the fact
that work on family-centred practice has been done by several groups more or less
independently of each other over many years. Cross-fertilisation of ideas between
groups is sometimes limited because their work is published in different types of
journals, for example, medical/therapy journals rather than early childhood/early
childhood intervention journals, or in different countries. Although the principles and
practices identified by these groups have much in common, each tends to emphasise

different principles and practices over others. Sometimes these emphases reflect the

© Scope (2004) 8
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particular settings in which the ideas are being developed, while in other cases they

reflect personal experiences.

Key bodies of work on family-centred practice include the following:

o The work of Carl Dunst and colleagues, from the publication of their seminal book
Enabling and Empowering Families (Dunst, Trivette & Deal, 1988) to a recent review
of their work (Dunst, 2000). Their recent work has emphasised the use of natural
learning environments and the mobilisation of family and community resources.

e The work of Don Bailey and colleagues at the Frank Porter Graham Centre at the
University of North Carolina (Bailey, McWilliam, Winton & Simeonsson, 1992;
McWilliam, 1992; McWilliam & Bailey, 1993; McWilliam, Winton & Crais, 1996;
Winton, 1992). They have been particularly active in developing approaches to
training professionals in family-centred practice.

e The work of Ann and Rud Turnbull and colleagues at the Beach Centre in Kansas
(Allen & Petr, 1996; Turnbull, Turbiville & Turnbull, 2000; Turnbull & Turnbull, 2000).
As parents of a child with a disability, their particular interest has been on
parent/professional partnerships.

e The work of Mary Law and Peter Rosenbaum’s team at the CanChild Centre for
Childhood Disability Research at McMaster University in Canada (Rosenbaum et al.,
1998). Working primarily with rehabilitation services settings initially, they have
emphasised the importance of information provision.

e The work of the Family Resource Coalition (now Family Support America) (Family
Resource Coalition, 1987, 1996, 1997; Dunst, 1995). Working with families in need

of support, their emphasis has been on a strengths-based approach.

As family-centred practice has become the accepted service philosophy in a number of
related fields, numerous other authors have contributed to the furthering of theory and
practice in early childhood intervention (Baird & Peterson, 1997; Beckman, 2002;
Beckman, Robinson, Rosenberg & Filer, 1994; Epps & Jackson, 2000; McBride, 1999;
Powell, 1996).

What follows is a series of representative statements of family-centred principles and

practices that have been developed by the groups mentioned above.

© Scope (2004) 9
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The Dunst Model

On the basis of a thorough review of the literature and his own group’s work, Dunst

(1997) identified the following core practices of a family-centred approach to intervention

as:

Families and family members are treated with dignity and respect at all times;
Practitioners are sensitive and responsive to family cultural, ethnic and socio-
economic diversity;

Family choice and decision-making occurs at all levels of family involvement in the
intervention process;

Information necessary for families to make informed choices is shared in a complete
and unbiased manner;

The focus of intervention practices is based on family-identified desires, priorities,
and needs;

Support, resources and services are provided in a flexible, responsive, and
individualised manner;

A broad range of informal, community, and formal supports and resources are used
for achieving family-identified outcomes;

The strengths and capabilities of families and individual family members are used as
resources for meeting family-identified needs and as competencies for procuring
extra-family resources;

Practitioner-family relationships are characterised by partnerships and collaboration
based on mutual trust and respect; and,

Practitioners employ competency-enhancing and empowering help-giving styles that

promote and enhance family functioning and have family strengthening influences.

Many of these principles appear in other statements of family-centred practice.

However, what distinguishes Dunst’s approach is the emphasis on using a broad range

of informal, community, and formal supports and resources to enable families to meet

their child’s and family’s needs. Dunst and colleagues also stressed that effective

family-centred practice depends upon professionals using particular help-giving styles.

These styles are described later in Section 2.3.5.

© Scope (2004) 10
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The Frank Porter Graham Model

The Frank Porter Graham team has worked on a number of aspects of family-centred
practice. These include the assessment of family-needs (Bailey, 1995), training
professionals in family-centred practices (Bailey et al., 1992; McWilliam & Bailey, 1993),
and embedding interventions in family routines (McWilliam, 1992). In their book
Practical Strategies for Family-Centered Intervention (a book that encompasses a strong
practitioner focus), McWilliam, Winton and Crais in 1996, identified the following key

principles of family-centred practice:

¢ Viewing the family as the unit of service delivery;

¢ Recognising child and family strengths;

e Responding to family-identified priorities;

¢ Individualising service delivery;

¢ Responding to the changing priorities of families; and,

e Supporting family values and lifestyles.

The Turnbull Model

The principles of family-centred practice highlighted by the Turnbulls and colleagues at
the Beach Centre at the University of Kansas are a family choice, strengths-based
approach, and parent/professional partnerships. Allen and Petr (1996) argued that
family-centred service delivery is based on two key elements: family choice, and the

adoption of a strengths perspective.

Family choice: Here the family is both the director and consumer of the service delivery
process and has the ultimate decision-making authority. Family-centred services should

seek to maximise family choice as to:

e Who is included in the family (e.g., nuclear family only or extended family);

e Which family members make the decisions;

o What the service will focus on (e.g., child or child/care-giver relationship or parent
needs);

o What the nature of the family-professional relationship will be (e.g., parent-directed,
professional-controlled or transitional);

¢ How information is shared (both information given and received);

¢ What the family needs are and what goals services will work towards; and,

© Scope (2004) 11
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o What the family’s level of involvement in treatment will be.

Strengths and capabilities: Family-centred practice requires a strong belief in the
importance of the family and a respect for the inherent strength and capabilities of family
members. This also applies to identifying, using and building on strengths among family

support networks and broader community resources.

The Turnbulls, as parents of a (now) young man with disabilities, have been much more

interested in the nature of the relationship between parents and professionals (Turnbull,

Turbiville & Turnbull, 2000; Turnbull & Turnbull, 2000). They suggested that this

relationship is continuing to evolve, and that this process can be described as an

evolution along a power continuum from ‘power-over’ relationships to ‘power-through’
relationships (Turnbull et al., 2000). These are described below:

o Power-over relationships are characterised by professionals exerting decision-
making control over parents through perceived higher competence, professionalised
communication, and control over environmental resources. Parent-professional
partnerships have traditionally taken this form.

e Power-with relationships arise when collaborative decision-making is used among
parents and professionals through perceived equal competence, contextual
communication, and sharing of environmental resources. Family-centred
partnerships are based on this form of power sharing.

o Power-through relationships incorporate synergistic decision-making among family
members, professionals, friends, and community citizens through perceived group
competence, ‘mind and heart’ communication, and the creation of new and preferred
environmental resources. Synergistic decision-making results in decisions and

effects that are greater than the sum of the parts.

Whereas empowerment was originally conceptualised in terms of empowering families,
there is an increasing focus on collective empowerment. This is a process through
which ... “all participants (i.e., professionals and families) increase their capacity and
mastery over the resources needed to achieve mutually desired outcomes” (Turnbull et
al., 2000, p. 641). Thus, power is no longer simply about controlling events and

processes, but it is also about capacity building. All participants gain in competence,
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abilities, resource acquisition, and capabilities without taking power from others. This

results in increased satisfaction by all participants, parents and professionals alike.

The CanChild Model

The CanChild Centre for Childhood Disability Research has developed a three-level
model of family-centred practice (Rosenbaum, et al., 1998). This comprises three basic
premises or assumptions, guiding principles deriving from each of these, and key service
provider behaviours that follow from each set of assumptions and guiding principles.

These are shown in Box 1.

The Family Resource Coalition Model

Unlike the other models so far outlined, the focus of the Family Resource Coalition (now
Family Support America) has not been families of children with developmental
disabilities, but families who were experiencing difficulties in raising their children and
were in need of family support services. In the early 1990s, the Coalition set out to
identify best practices and principles for family support services, beginning with a
synthesis of the research literature of the key features of community-based family
support services (Dunst, 1995), and culminating in a set of key statements of best

practices (Family Resource Coalition, 1996, 1997).

© Scope (2004) 13
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Box 1

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

Guiding principles:

e Each family should have the opportunity to decide the level of involvement they wish in
decision-making for their child.
e Parents should have the ultimate responsibility for the care of their children.

Service provider behaviours:

Encourage parent decision-making
Assist in identifying strengths
Provide information

Assist in identifying needs
Collaborate with parents

Provide accessible services

Share information about the child

Premise 2: Families are different and unique.

Guiding principle:
o Each family and each family member should be treated with respect (as individuals).

Service provider behaviours:

Respect families

Support families

Listen.

Provide individualised services
Accept diversity

Believe and trust parents
Communicate clearly

Premise 3:  Optimal child functioning occurs within a supportive family framework
and community context. The child is affected by the stress and coping of
other family members.

Guiding principles:

e The needs of all family members should be considered
¢ The involvement of all family members should be supported and encouraged

Service provider behaviours:

Consider the psychosocial needs of all family members
Encourage the participation of all family members
Respect coping styles

Encourage the use of community supports

Build on strengths
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The principles of family support practice that the Family Resource Coalition identified are

as follows (Family Resource Coalition, 1996):

o Staff and families work together in relationships based on equality and respect;

e Staff enhance families’ capacities to support the growth and development of family
members — adults, youth, and children;

o Families are resources to their own members, to programs, and to communities;

e Programs affirm and strengthen families’ cultural, racial, and linguistic identities and
enhance their abilities to function in a multicultural society;

e Programs are embedded in their communities and contribute to the community-
building process;

e Programs advocate with families for services and systems that are fair, responsive
and accountable to the families served;

o Practitioners work with families to mobilise formal and informal resources to support
family development;

e Programs are flexible and continually responsive to emerging family and community
issues; and,

e Principles of family support are modeled in all program activities, including planning,

governance and administration.

Despite the different clientele and focus of family support services, these principles
demonstrate a striking similarity to those articulated by the early childhood intervention

services working with families of young children with developmental disabilities.

Other models

Other statements of family-centred practice principles have been developed in the USA
by Susan McBride and colleagues (McBride, 1999; McBride, Brotherson, Joanning,
Whiddon and Demmitt, 1993) and Paula Beckman and colleagues (Beckman, 2002;
Beckman et al., 1994), in Germany by Franz Peterander (2000), and in Australia by the
NSW Ageing and Disability Department and Early Childhood Intervention Australia
(1998).
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McBride et al. suggested three over-arching principles that drive family-centered practice
and appear to be equally applicable across various medical, social and educational
settings. These are:

e Establishing the family as the focus of services;

e Supporting and respecting family decision-making; and,

e Providing flexible, responsive, and comprehensive services designed to strengthen

child and family functioning.

Thus, family-centered practice is not defined by a particular set of forms and procedures.
Instead, it requires a willingness to embrace values that are respectful of, and

collaborative with, families (McBride, 1999).

Beckman (2002) identified five key elements of working in a family-centred way, two of
which have to do with effective communication and the skills that practitioners need to
work effectively with families:

e Empowering families;

¢ Providing social supports;

¢ Building relationships with families as the basis for intervention;

e Building communication skills; and,

e Maintaining effective communication.

All of the above models have been developed in the North American context, and
therefore could be considered as specific to the cultures and service settings in the USA
and Canada. However, the same themes and principles are evident in the work being
done in Europe and Australia. For instance, in Germany, Peterander (2000) noted that
the process of early intervention, both for children with delayed development and for
those with disabilities, depends to a great extent on ‘parent-expert’ cooperation. He
identified the following aims and tasks of cooperative partnerships between parents and
professionals:

e Strengthening parental competence: strengthening parents’ ability to create a family

environment that meets the needs of the whole family;

e The creation of a family environment that is conducive to the child’s development:

helping families accommodate the individual needs of the child with disabilities;

© Scope (2004) 16



“More Than my Child’s Disability .....”: A Study of Family Experiences and Family-Centred Practice

o Fostering positive interaction and communication between parents and children:
helping parents interact effectively with their children;

e Parental counseling on the prospects of a child’'s development: providing parents
with knowledge and skills to promote their child’s development;

o Establishing a dialogue between parents and experts about early intervention
treatment: actively involving parents in the child’s intervention; and,

e Building up social relationships: ensuring that the family has adequate social

supports.

In Australia, the NSW Ageing and Disability Department, together with the Australian
Early Intervention Association (New South Wales), produced a comprehensive training
package in family-centred practice for early childhood intervention workers: Partners:
Recommended Practices in Family-Centred Early Childhood Intervention (1998). This
identified six key characteristics of family-centred practice that distinguish it from

traditional ways of working with children and families:

e Following a family systems perspective;

e Treating adults as capable and competent individuals having different needs at
different times;

e Building on family strengths rather than focusing on deficits and weaknesses;

e Working in partnership with families;

e Acknowledging and responding to the diverse needs of families; and,

e Working with families in ways that are enabling and empowering.

As noted already, there are various recurring themes in these statements of family-
centred practice principles, with each emphasising different principles and practices.
Before this report attempts to synthesise these principles, it will consider wider
applications of family-centred principles along with evidence for the effectiveness of this

approach.

2.2.3 Wider applications of family-centred principles
Family-centred principles are now being applied in an increasingly diverse range of
settings including:

e Early care and education settings (Hamilton, Roach & Riley, 2003);
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Child protection programs (Berg, 1994; McCroskey & Meezan, 1998; Scott & O’Neill,

1998; Turnell & Edwards, 1999);

e Intervention and prevention programs for at-risk adolescents and their families
(Dishion & Kavanagh, 2003);

e Families with particular structures or special needs: e.g., single-parent families
(Jung, 1996), racially and ethnically mixed families (Oriti, Bibb & Mahboubi (1996),
lesbian and gay families (Laird, 1996), foster parent families (McFadden, 1996),
stepfamilies (Kelley, 1996), and adoptive families (Watson, 1996);

¢ Hospital and health care settings (Newton, 2000; Shelton & Stepenek, 1994); and,

¢ International family policy and practice (Briar-Lawson, Lawson, Hennon & Jones,

2001).

The last two of these applications deserve particular mention.

Shelton and Stepenek (1994) identified a number of key elements in hospital and
health care settings that are frequently cited by others as key principles of family-
centred practice. This is curious given the somewhat medical model that is often

experienced in these settings. Shelton and Stepenek identified the following elements:

e Recognising that the family is the constant in a child’s life, while the service systems
and personnel within those systems fluctuate;

e Facilitating parent/professional collaboration at all levels of health care: care of an
individual child; program development; implementation and evaluation; and, policy
formation;

e Honouring the racial, ethnic, cultural and socioeconomic diversity of families;

o Recognizing family strengths and individuality and respecting different methods of
coping;

e Sharing with parents complete and unbiased information on a continuing basis and in
a supportive manner;

e Encouraging and facilitating family-to-family support and networking;

e Understanding and incorporating the developmental needs of infants, children,
adolescents, and their families into the health care systems;

e Implementing comprehensive policies and programs that provide emotional and

financial support to meet the needs of families; and,
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e Designing accessible health care systems that are flexible, culturally competent, and

responsive to family-identified needs.

Much of the work done on family-centred practice is based on work with children who
have additional needs, and their families. However, more recently work has been done
in the area of international family policy and practice. Briar-Lawson and Lawson
(2001), however, have adopted a much broader perspective and sought to identify a set
of family-centred policies and practices that would be applicable to any family anywhere
in the world. They proposed that such policies and practices would share the same

essential features:

o Families are considered experts in what helps them and hurts them;

o Families are indispensable, invaluable partners for policy-makers, helping
professionals, and advocates;

e Families are not called, or treated as, dependent clients. Helping professionals and
policy makers view families as equals, as citizens, with whom they collaborate and
whom they empower;

e Family-centred policies are strengths-based and asset-based, and promote family-to-
family and community-based systems of care and mutual support; and,

o Family-centred policies and practices promote democratisation and gender equity.

The first four of these features are strikingly similar to the principles of family-centred
practice that appear repeatedly throughout the early childhood intervention literature,

and only the last feature reflects a new and wider social agenda.

As noted earlier, all of the various statements of family-centred principles have certain

key features in common, although each tends to emphasise a different aspect. As these

common features have been identified, each has been the focus of closer study and

analysis, resulting in an enriched understanding of the underlying principles and their

application. Examples of this work include:

e Parent/professional partnership: Darling (2000), Darling and Baxter (1996), Davis,
Day and Bidmead (2002), Dinnebeil and Rule (1994), Dinnebeil, Hale and Rule
(1996), Hanna and Rodger (2002), Peterander (2000), Porter and McKenzie (2000);
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e Strengths-based approaches: Chapin (1995), Early (2001), Early and GlenMaye
(2000), Saleeby (1992, 1996);

e Family empowerment: Cunningham, Henggeler, Brondino and Pickrel (1999), Dunst,
Trivette and LaPointe (1992), Pease (2002), Thompson, Lobb, Elling, Herman,
Jurkiewicz and Hulleza (1997), Turnbull, Turbiville and Turnbull (2000);

e Help-giving: Dunst, Boyd, Trivette and Hamby (2002), Dunst and Trivette (1996),
Judge (1997), King, King and Rosenbaum (1996);

e Assessment of family needs: Bailey (1995), Krauss (2000);

e Interdisciplinary teamwork: Lubetsky, Mueller, Madden, Walker and Len (1995),
McGonigel, Woodruff and Roszmann-Millican (1994); and,

e Service coordination: Walter and Petr (2000).

2.2.4 Best practice principles of family-centred practice

On the basis of this accumulated work, it is now possible to identify best practice
principles for family-centred practice. In the USA, a statement of best practice principles
has been developed by the Council for Exceptional Children’s Division of Early
Childhood (Trivette & Dunst, 2000), together with a program assessment tool
(Hemmeter, Joseph, Smith & Sandall, 2001).
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Box 3

Practice Indicators for Family-Centred Partnerships in Early Childhood

Education and Care Settings (McBride, 1999)

Use positive communication skills.

Spend more time listening to parents than asking questions or providing advice.
Provide parents with frequent verbal and written feedback about their child's learning
and education.

Individualize methods to send information to families and for families to send
information to the school.

Schedule meetings with parents at times and places convenient to the family.
Ask questions and provide information using language understood by the family.

Convey to parents that you are willing to talk about a broad range of topics that affect
them and their family.

Ask parents what they want before telling them what the program does.

Respond positively and in a timely manner to suggestions, ideas and special
requests made by parents.

Use problem-solving skills for making decisions with families about their children and
themselves.

Promote family choices and decision-making.

Assist families in summarizing what they want for their children and themselves, and
work together to come up with a list of goals written in the parents' own words.

Treat families as the true experts about their children when planning and providing
services.

Work together with parents to generate options for intervention strategies and let
parents decide which options best suit their needs and resources.

Seek parents' opinions about changes in school or classroom practices.
Provide parents with choices about when and where they will be involved in their
child's education.

Include family members on committees and advisory boards that make decisions
regarding the program or school.

Ask all parents regularly about how well the program is doing and what changes they
might like to see.

Affirm and build on the positive aspects and strengths of the child and family

Comment to parents about the strengths, accomplishments, and positive aspects of
the child through conversation, notes home, phone calls etc.

Obtain information from parents about long-range goals, hopes, and aspirations for
the future for their child and family.
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Box 2

US Council for Exceptional Children: Division of Early Childhood

Recommended Family-Based Practices

Families and professionals share responsibility and work collaboratively

Family members and professionals jointly develop appropriate family- identified outcomes.

Family members and professionals work together and share information routinely
and collaboratively to achieve family-identified outcomes.

Professionals fully and appropriately provide relevant information so parents can
make informed choices and decisions.

Professionals use helping styles that promote shared family/professional
responsibility in achieving family-identified outcomes.

Family/professionals' relationship building is accomplished in ways that are
responsive to cultural, language, and other family characteristics.

Practices strengthen family functioning

Practices, supports, and resources provide families with participatory experiences
and opportunities promoting choice and decision making.

Practices, supports, and resources support family participation in obtaining desired
resources and supports to strengthen parenting competence and confidence.
Intra-family, informal, community, and formal supports and resources (e.g., respite
care) are used to achieve desired outcomes.

Supports and resources provide families with information, competency-enhancing
experiences, and participatory opportunities to strengthen family functioning and
promote parenting knowledge and skills.

Supports and resources are mobilized in ways that are supportive and do not disrupt
family and community life.

Practices are individualized and flexible.

Resources and supports are provided in ways that are flexible, individualized, and
tailored to the child’s and family’s preferences and styles, and promote well-being.

Resources and supports match each family member’s identified priorities and
preferences (e.g., mothers and fathers may be different).

Practices, supports and resources are responsive to the cultural, ethnic, racial,
language, and socio-economic characteristics and preferences of families and their
communities.

Practices, supports, and resources incorporate family beliefs and values into
decisions, intervention plans, and resources and support mobilization.
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Practices are strengths and assets-based.
* Family and child strengths and assets are used as a basis for engaging families in
participatory experiences supporting parenting competence and confidence.

* Practices, supports and resources build on existing parenting competence and
confidence.

* Practices, supports and resources promote the family’s and professionals’
acquisition of new knowledge and skills to strengthen competence and confidence.

McBride (1999) compiled a list of behaviour-based practice indicators of family-centred
practice that apply to work with all families, not just those with children with special

needs. As guidelines, they need to be adapted for each setting and each situation.
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Acknowledge and compliment parents on the unique contributions they make to their
child's progress.

Ask parents to formulate goals and interventions for their child's areas of strength,
and include these on the intervention plan.

Help parents see they can make a positive difference in their child's life.

Honour and respect the diversity and uniqueness of families.

Ask questions and provide information using language that is readily understood by
the family.

Develop publications that are easily understood by a large audience.
Convey a sense of respect for and acceptance of parents’ opinions and feelings,
even when they are in conflict with your own.

Develop an understanding of the cultures and value systems of the families you
serve. Can you accept their values even when they are in conflict with your own?

Provide written information in each family's primary language.

Use translators and interpreters as needed to promote family participation in their
child's education.

Provide a welcoming school-home partnership

Provide opportunities for all members of the family to actively participate in
classroom activities, and make parents feel comfortable being there.

Give parents opportunities to be involved in decisions regarding the activities and
scheduling of the classroom/school activities.

Involve families in their children's education in ways that make them feel comfortable
and at ease.

Work together with families to improve school policies and practices.
Welcome parents in the school and classroom at any time during the school day.

Assist families in finding other community services that they need.

The principles described in this section, along with the practice indicators, provide

practical guidance to agencies about the way in which they can work towards services

that are truly family-centred.
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2.3 EVIDENCE FOR THE EFFECTIVENESS OF FAMILY-CENTRED PRACTICE

Considerable work has now been done in articulating family-centred principles and
practices, but what is the evidence for the effectiveness of this approach? Specific
questions that need to be addressed are:

* Can services providing different levels of family-centred services be discriminated
from one another?

* Are services that are more family-centred preferred by parents?
* What effects do family-centred services have on parents and families?
* What effects do family-centred services have on children?

* What aspects of help-giving or care-giving are associated with better outcomes for
clients?

The evidence for each of these questions will now be considered.

2.3.1 Can services providing different levels of family-centred services be
discriminated from one another?

One of the ways of testing the effectiveness of family-centred practice is to see if families
receiving different types of services experience them differently and view those services
that are family-centred more positively than they do those that are less so. Dunst and
colleagues developed a typology of human services programs for this purpose and
identified four program models that fall along a continuum (Dunst, Johanson, Trivette &
Hamby, 1991; Dunst et al., 2002). These models, described in Table 1, are each
characterised by different assumptions and beliefs about the capabilities of family
members, and the roles that ‘help-giving’ professionals and families play in promoting

changes in family development and functioning.
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Table 1

Typology of Human Services Programs

Model

Characteristics

Professionally-

o Families are seen mostly as deficient and incapable of healthy
functioning without professional interventions.

centred
o Professionals see themselves as experts who determine family
needs.
e Families' views and opinions are given little or no credence.
e Interventions are implemented by professionals with families
being passive participants in the intervention process.
Family-allied e Families are seen as minimally capable of independently

affecting changes in their lives.

o Families are viewed as agents of professionals for carrying out
professionally prescribed recommendations and courses of
action.

o Professionals enlist families to implement intervention under the
guidance and tutelage of the professionals.

Family-focussed

e Families are seen as capable of making choices among options
professionals deem important for healthy functioning.

e Professionals provide advice and encouragement to families on
the basis of their choices and decisions.

e Interventions focus on monitoring family use of professionally
valued services.

Family-centred

e Families are viewed as fully capable of making informed choices
and acting on their choices.

o Professionals view themselves as agents of families who
strengthen existing skills and the promote acquisition of new
skills.

e Interventions emphasize capacity-building, resources and
support.

There is evidence that human services programs can be reliably classified into these
four models (Dunst et al., 2002; Dunst, Trivette, Starnes, Hamby & Gordon, 1993;

McBride, Brotherson, Joanning, Whiddon & Demmitt, 1993). There is also evidence that

staff in programs with different family-oriented philosophies, use different help-giving

styles reflecting the programs’ underlying assumptions about the capabilities of family

members and the roles that staff should play in helping them (Dunst et al., 2002; Dunst
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& Trivette, 1996; Trivette, Dunst & Hamby, 1996a). Confirmation of these findings
comes from a Canadian survey that found when service providers report they are
providing better family-centred service, parents from the same centre or organisation
report receiving better family-centred service (King, Kertoy, King, Hurley, Rosenbaum &
Law, 2000).

These studies show that families are well aware of the differences between services with
different orientations and different parent/professional power relationships. The next

question to be addressed is which services do they prefer?

2.3.2 Do families prefer services that are more family-centred?

Studies that address this question have been conducted by King, King and Rosenbaum
(1996), King, King, Rosenbaum and Goffin (1999), King, Rosenbaum and King (1996),
and Trivette et al., (1996a). Trivette et al. examined the experiences of mothers involved

in three contrasting types of human services programs. These were:

e Social services programs (which were generally professionally-centred in their
approach);

e Public health programs (which were family-allied); and,

e Family support or early intervention programs (which were family-centred).

The mothers rated the characteristics of the help they received from the different
agencies, using the Helpgiving Practices Scale (Dunst, Trivette & Hamby, 1995).
Results indicated that the help-giving practices of family-centred programs were rated
significantly more positively than those of either of the other two types of programs, and
that the help-giving practices of family-allied programs were rated significantly more

positively than those of professionally-centred programs.

In a series of studies conducted by the CanChild Centre in Canada, parental perceptions
of the family-centredness of the services they received were compared with their
satisfaction with services (King, King & Rosenbaum, 1996; King, King, Rosenbaum &
Goffin, 1999; King, Rosenbaum & King, 1996). These studies indicated that higher
levels of family-centered care-giving were significantly related to greater satisfaction with

services.
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Generally, parents are more satisfied with, and view more positively, services that are
family-centred in their overall orientation and which use empowering help-giving styles.
However, the links between family-centred services and parental satisfaction are not
strong, indicating that other factors are also involved. To find out what these might be,
we need to examine the evidence regarding the effects of family-centred practice on

parents and families.

2.3.3 What effects do family-centred services have on parents and families?
Reviews of the effects of family-centred practice have been conducted by Rosenbaum et
al. (1998) and Dunst, Brookfield and Epstein (1998). In addition, there have been a
number of individual studies (Judge, 1997; King, King, Rosenbaum & Goffin, 1999;
Trivette et al., 1996a and b; Van Riper, 1999).

Rosenbaum et al. (1998) conducted a literature review of efficacy studies of family-
centred practice with paediatric populations. They classified the available studies
according to the type of research design used and found five studies that involved
randomised control trials, the most powerful method of evaluating effectiveness. These
studies involved a variety of children with additional needs (some with developmental
disabilities, some with chronic health needs) and service types. All the studies
incorporated some elements of family-centred practice and all demonstrated evidence of
the effectiveness of this approach to service delivery in positively influencing both child
and family outcomes. Studies using less powerful methodologies also supported the

effectiveness of family-centred service delivery.

On the basis of their review of the literature, Dunst et al. (1998) summarised the benefits
of family-centred practice as:

The research base indicates that programs and practices that are family-centred,
or which show a presumption toward family-centredness, are associated with a
number of positive parent, family, and child benefits. Parents of children who
experience practices that are family-centred in their orientation are more likely to
report and demonstrate positive effects in terms of satisfaction with parenting,
parent empowerment, parent and family well-being, personal self-efficacy, family
cohesion, parent-child interactions, parent satisfaction with child progress, and
other aspects of child, parent and family functioning. (p.4)

However, they also caution against expecting family-centred practice to be a major

determinant of program outcomes:
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... family-centred practices are but one early intervention program characteristic
that would be expected to influence child, parent, and family functioning, and one
ecological variable that would be expected to be related to human behaviour and
development. Other early intervention variables that have been suggested or
found to be related to different outcomes include length of program involvement,
service delivery location, frequency of child and parent contact, and type and
amount of services provided to a child and his/her family. (p.5)

Individual studies of the effects of family-centred practice have focused on parental
outcomes such as increased sense of control and reduced stress. Two studies have
shown that parents receiving family-centred services experience a greater sense of
control (Judge, 1997; Trivette et al., 1996b). In this study cited earlier, Trivette et al.
asked mothers involved in three contrasting types of human services programs to rate
the degree of control they experienced in getting the help they needed. Those receiving
help from family-centred programs rated themselves as having significantly more control
than those receiving help from either family allied or professionally-centred programs.
Those receiving help from family-allied programs rated themselves as having
significantly more control than those receiving help from professionally-centred

programs.

In the second study, Judge (1997) investigated sources of variations in parents'
assessments of help-giving practices and their perceptions of the degree of control they
had over what happened. The study involved 69 parents of children, from birth to age
five with disabilities or at risk of poor developmental outcomes. Results indicated that
parent and family characteristics showed no relationship to either help-giving practices
or perceptions of personal control and self-efficacy. In contrast, program characteristics
and help-giving practices were highly associated with the degree to which parents

indicated they had control over needed services, resources and supports.

In a USA study, Van Riper (1999) explored the perceptions of a group of mothers of
children with Down Syndrome and their relationships with early childhood intervention
service providers, and how these perceptions related to well-being in parents and
families. She found that when the mothers believed that their families’ relationships with
health care providers were positive and family-centered, they felt more satisfied with the
care their children were receiving, and were more likely to seek help from health care

providers. When a discrepancy existed between what mothers wanted the family-health
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care provider relationship to be, and what they believed the relationship was, they felt
less satisfied with the care that their children were receiving. Furthermore, those
mothers who believed they had positive family-centered relationships with providers, and
who felt more satisfied with care received, reported higher levels of individual and family

well-being.

King, King, Rosenbaum and Goffin (1999) set out to determine whether (and to what
extent) family-centred care-giving helps to lessen the feelings of distress and depression
that some parents experience in raising a child with a disability. They also took into
account other factors known to affect well-being (child behavior problems, coping
strategies of parents, protective factors in the social environment, child factors related to
disability, and family factors). The authors asked 164 parents of children (aged 3 to 5.9
years) with neurodevelopmental disorders, to complete a series of instruments
measuring the severity of the child’s disability, social-ecological factors (family
functioning, and satisfaction with social support), psychosocial life stresses (family
stressors, child behavioural problems), parental emotional well-being (depression, and
stress), how family-centred the services were, and how satisfied they were with the

services they received.

Results showed that a higher level of family-centered care-giving was a significant
predictor of three parental outcomes: greater satisfaction with services, less stress, and
better parental well-being. However, the most important predictors of parental well-
being were child behavior problems and protective factors in the social environment
(general social support and having a supportive and well-functioning family). Thus,
parents reported less stress and depression when their children had fewer behavioural
problems and the parents themselves had strong support networks and supportive
families. Thus, family-centred care-giving increased the benefits experienced by parents

but were not the most important factors contributing to positive outcomes for parents.

In the light of findings of this kind, Dunst and colleagues (Dunst, 1997; Dunst, Brookfield
& Epstein, 1998) have suggested that family-centred practices have value-added
benefits; that is, they produce positive parent and family benefits beyond those produced
by structural intervention factors (such as the form and frequency of services provided)

and non-intervention factors (such as employment, housing, health care and social
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support). The implication is that the full benefits of family-centred service may only be
experienced when all the other factors are in place; that is, when the families have
access to technically competent services and have adequate social and financial
support.

Another way of interpreting the findings is that family-centred service delivery has both
direct and indirect effects. Thus, Thompson, Lobb, Elling, Herman, Jurkiewicz and
Hulleza (1997) found that parents receiving family-centred services were more likely to
report feeling more empowered (direct effect) as well as to report that they had more
social support and experienced less stress, which, in combination, were associated with
a greater sense of empowerment (indirect effect).

Thus, the evidence suggests that family-centred practice does have positive effects on
parents, but these may be limited by other factors in families’ lives. Family-centred
practice also appears to have indirect benefits for families. Whether these include

benefits for children is the next question to be addressed.

2.3.4 What effects do family-centred services have on children?

According to a review by McBride (1999), studies have shown that parent/professional
partnerships are important components of healthy environments for children and
parents. Children respond positively, become more involved in centre activities, make
smoother transitions, and enjoy their experiences away from home when they see and

sense a trusting relationship between parents and staff.

Such studies suggest that children are likely to be better adjusted in non-home
environments when parents and professionals work successfully as partners. However,
is there any evidence that children make better progress when the services they receive
are more family-centred? Evidence that they can benefit comes from a series of studies
by Law, Hanna, King, Hurley, King, Kertoy and Rosenbaum (2001) designed to develop
and evaluate the feasibility of a family-centred functional therapy approach to work with
young children with cerebral palsy. This involved using family-centred methods of
identifying functional goals in the home and other environments. Results indicated that
children receiving this approach improved in functional performance over the course of
intervention. This suggests that children are most likely to benefit when family-centred
practice is integrated with therapeutic interventions, although the research in this area is

not extensive.
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In considering the effects of family-centred practice on families, the final question to be

addressed concerns the impact of different help-giving styles.

2.3.5 What are the effects of different help-giving styles?
As noted above, different help-giving styles have different effects on those being helped.
What aspects of help-giving or care-giving are associated with better outcomes for

families and children?

King, King and Rosenbaum (1996) identified outcomes of quality care that were
repeatedly identified in the medical and rehabilitation literature. They identified three key
outcomes: client satisfaction with service; adherence to agreed-upon treatments; and
reduction in levels of client stress. King et al. then examined the relationship between
these outcomes and the interpersonal aspects of care-giving such as information
exchange, respectful and supportive care, partnership and enabling practices. While
this review was useful, it is limited by the focus on medical and rehabilitation literature
only, and does not link up with similar studies in the psychological, educational and
family support literature such as those conducted by Dunst and colleagues.

On the basis of a number of studies they have conducted on the characteristics and

effects of help-giving behaviours, Dunst and Trivette (1996) concluded that there are

three elements of effective help-giving. These are:

e Technical knowledge and skills. This refers to the help-giver's specialist knowledge
and skills. High quality technical knowledge and skills result in the implementation of
appropriate educational, therapeutic and medical interventions. Help which is of a
high technical quality but which does not incorporate the other two elements can
have positive outcomes in one area (e.g., in the child’'s health) but negative
outcomes in others (e.g., parental resentment and disempowerment as a result of
the manner in which the services are delivered).

e Help-giver behaviours and attributions. Help-giver behaviours which positively
influence psychological well-being include good listening, empathy and warmth.
Help-giver attributions that have positive outcomes include beliefs in the person or
family’s competence and capabilities. Positive help-giver behaviours and attributions
result in: (a) greater parental satisfaction with and acceptance of helping; and (b)
greater psychological and emotional well-being.  Help-giving behaviours and

attributions are a necessary but insufficient condition for strengthening family
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competencies and developing new capabilities. To achieve that, the third element of
effective help-giving is necessary.

e Participatory involvement. This entails the recipients of help being offered
information about intervention options, sharing decision-making, and being directly
involved in acting on decisions. Effective participatory involvement results in: (a)

parents feeling more in control; and (b) the strengthening of parental competencies.

All three elements need to be present for help-giving to be truly effective. The second
and third components provide value-added benefits. According to Dunst and Trivette

(1996), the help-giving and participatory involvement elements cannot be faked:

Research indicates that help receivers are especially able to “see through”
helpgivers who act as if they care but don’t, and helpgivers that give the impression

that help receivers have meaningful choices and decisions when they do not. (p.
337)

What evidence is there that these help-giving styles are associated with better
outcomes? A number of studies have found that help-giving that incorporates the above
features is associated with greater parental sense of control (Trivette, Dunst, Boyd &
Hamby, 1995; Trivette et al., 1996), as well as fostering perceived confidence and
competence of family members (Washington & Schwartz, 1996). There is also evidence
that family-centred programs models incorporating participatory help-giving practices are
more effective in empowering families; that is, in supporting and strengthening family
competencies and problem solving abilities (Trivette, Dunst & Hamby, 1996a, 1996b;
Judge, 1997; King, King, Rosenbaum & Goffin, 1999; Thompson, Lobb, Elling, Herman,
Jurkiewicz & Hulleza, 1997). Participatory practices have therefore been shown to have
value-added benefits beyond those attributable to relational help-giving practices (Dunst
& Trivette, 1996; Guttierez, GlenMaye & Delois, 1995).

2.3.6  Summary of the effects of family-centred practices
The research that has been conducted to date on family-centred practice is generally
supportive of its benefits. Clear benefits for parents and families have been found, with

indirect benefits for children. In addition, no studies have identified any negative effects.
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However, there are a number of weaknesses in the existing research base that suggest
that the full power of family-centred practice has yet to be tested. One weakness lies in
the shortage of studies involving randomised control trials, always a difficulty performing
research in the human services sector. Another weakness is that many of the studies
that have been conducted have involved programs with some features of family-centred
practice, but not all the qualities that make up a comprehensive family-centred approach.
A third deficiency is that all studies so far have relied upon parent ratings of the family-
centredness of services, and there have been no studies that involved objective

measures of how the services were actually delivered.

As will be seen when the evidence regarding parents’ experiences of service delivery is
examined in Section 2.5, there is sometimes a considerable gap between the rhetoric of
family-centred practice and the reality of the services families receive. The true impact
of family-centred practice will not be known until we can demonstrate that the families

received the services they were meant to receive in the manner that was intended.

2.4 SUMMARY OF FAMILY-CENTRED PRINCIPLES, PRACTICES AND EFFECTIVENESS

The preceding sections of the literature review have examined the key statements of
principles of family-centred practice, the application of these principles and practices in
wider settings, and the evidence for the effectiveness of this approach. Table 2
summarises the body of knowledge in relation to theory, practice and evidence, divided

into principles, practices and skills.
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Table 2

Summary of Family-Centred Principles, Practices and Skills

PRINCIPLES

e Services recognise that all families are unique, and provide support in ways that are
respectful and non-judgmental of particular family styles, values and abilities.

e Services are sensitive and responsive to family cultural, ethnic, and socio-economic
diversity.

e Services recognise that parents know their children best and want the best for
them.

e Services accept that parents have the ultimate responsibility for the care of their
children and for all decisions made about them.

e Services understand that children’s needs are best met when families are
supported in making informed decisions about them and their families, and in
developing competencies to meet their needs.

e Services recognise that children, families and service providers all benefit most
when services are based on true collaborative partnerships between families and
professionals.

e The way in which services are delivered is as important as what is delivered.

e Children’s needs are most likely to be met when the needs of all family members
and of the family as a whole are also met.

PRACTICES

e Families and family members are treated with dignity and respect at all times.
e Services are based on the needs and priorities of families.

e Service providers seek to engage parents in collaborative partnerships based on
mutual trust and respect.

e Service providers acknowledge and respect the family’s expert knowledge of the
child and the family circumstances as complementing their own professional
expertise.

e Service providers take account of the needs of all individual family members as well
as the needs of the family as a whole.

e The information that families need to make informed choices is shared in a
complete and unbiased manner.

e Service providers offer families choices about the goals and nature of the services,
and support and respect the choices that families make.

e Services are provided in a flexible fashion according to the evolving needs and
circumstances of particular families.

e Family needs are met through a broad range of informal, community and formal
supports and resources, rather than through formal resources alone.
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Where possible, families are helped to find ways of meeting their own needs using
the existing strengths and competencies of the family and family members.

Families are helped to develop new strengths and competencies to meet the needs
of their children and the family as a whole.

Families are helped to identify and mobilise sources of support in their family and
social networks and local communities.

Service providers help families establish and maintain strong social support
networks according to need.

Services form strong links with other mainstream and specialist child and family
services to ensure that all family needs are addressed in an integrated fashion.

SKILLS

Service providers need well-developed listening and communication skills.

Service providers need skills to establish and maintain good -collaborative
relationships with families.

Service providers need skills in helping parents determine their priorities and clarify
their goals.

Service providers need skills in recognising, acknowledging and helping families
build upon their strengths and competencies.

Service providers need skills in identifying and mobilising social support networks
and community resources.

Service providers need skills in establishing and maintaining good collaborative
relationships with other mainstream and specialist child and family services.

In addition, the literature also emphasises the points below:

Family-centred practice is both a philosophy and a set of practices. Although there is
agreement about the core elements involved, different researchers and practitioners
emphasise different aspects.

Family-centred practice has a powerful rationale that is clearly linked to a number of
positive benefits for families and children.

Although family-centred practice was developed in the context of early childhood
intervention services for young children with disabilities and their families, it has been
increasingly adopted in other service settings.

Research evidence indicates that parents can clearly discriminate between services
that provide different levels of family-centred practice, and that they prefer those that

are more family-centred.
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e The evidence also indicates that higher levels of family-centred practice are a
significant predictor of parental satisfaction with services, reduced stress levels and
greater parental well-being.

o However, the most important predictors of stress and parental well-being were child
behaviour issues and factors in the social environment such as social support and
having a supportive and well-functioning family. Therefore, family-centred care-
giving increases the benefits experienced by families but is not the most important
aspect contributing to positive outcomes for parents.

e For children, the benefits of family-centred practice are indirect. Children are only
most likely to benefit when these practices are integrated with therapeutic
interventions.

o For early intervention services to be effective, they need to incorporate the three
elements of technical competence in the provision of therapeutic interventions,
positive behaviours and interpersonal skills of staff, and a family-centred approach to
collaboration with, and empowerment of, families.

e Although the effectiveness of family-centred practice has yet to be fully tested, there
is an accumulating body of evidence indicating that family-centred practices have
value-added benefits. That is, they produce positive parent and family benefits
beyond those produced by structural intervention factors (such as the form and
frequency of services provided) and non-intervention factors (such as employment,

housing and health care).

Sections 2.2 and 2.3 have explored the literature relevant to the principles, practices and
effectiveness of family-centred practice. Section 2.5 will now outline the literature
relevant to families’ experiences of early childhood intervention services and family-

centred practice and studies that have explored the views of service providers.
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2.5 FAMILY EXPERIENCES OF EARLY CHILDHOOD INTERVENTION AND FAMILY-CENTRED
PRACTICE

This section reviews the literature in relation to:

e Experiences of families who use early childhood intervention services;
e Aspects of service delivery valued by families;

e Aspects of service delivery valued by service providers; and,

o Families’ and service providers’ experiences and perceptions of family-centred practice.

There is a great deal of material dealing with parental reactions and adaptation to having a
child with a disability, but very little that simply describes what it is that families receive from
early childhood intervention services, and what it feels like to receive such services. There
is a major longitudinal study underway in the USA, the National Early Intervention
Longitudinal Study, that should provide a comprehensive picture of what families in the
USA receive, but this study is not yet reporting findings. There is also one small study
(Thompson, 1998) that provides some insights into how Australian mothers of young
children with disabilities experience early childhood intervention services. There are a
reasonable number of studies that have explored family experiences of early childhood
intervention and disability services with specific questions in mind, and these are the focus

of what follows.

2.5.1 Experiences of families using early childhood intervention services

In a small study conducted in New South Wales (Thompson, 1998), parents of young
children with disabilities and high support needs, completed questionnaires and were
interviewed about the early childhood intervention services that they received. The study
was particularly interested in the services provided by occupational therapists, but parents
did not discriminate between the different members of the early childhood intervention
team. Therefore, results reflect parents’ perceptions of early childhood intervention

services and providers in general.

The key themes reported by parents in this study were:

“Doing the best for my child.”

e Mothers evaluated their own efforts in terms of their child’s progress. When the child
was doing well, the mothers felt that their efforts to participate in the early childhood

intervention service were worthwhile.
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Mothers felt they were involved in ‘an ongoing cyclical process of seeking, waiting,
participating in, adjusting to and analysing the early intervention services their child
received’. (pp. 13-14)

Mothers made considerable efforts to develop and adapt family routines to incorporate
direct contact time with therapists and the home programs that were recommended.
When these demands proved too great, they selectively adapted home therapy routines
to their routines.

All the mothers reported forgoing employment or other opportunities to be involved in

early childhood intervention services for their children.

“Helping the child to develop skills.”

Mothers measured their children’s development in terms of functional goals such as
‘communication’ and ‘walking’, but felt that therapists measured a child’s progress in
terms of component skills such as ‘muscle strength’.

Mothers believed that the more time they spent repeating and reinforcing therapy

sessions at home, the more likely their child would make progress.

“I have to think of my whole family.”

Mothers continuously balanced the demands placed on them by their home, their
family, and the early childhood intervention services they received. As one mother said,
‘It's just a matter of trying to cut yourself in half really, trying to spend that therapy time

with her and then trying to give them [the family] some attention at the same time’ (p.
214)
Attempts by mothers to incorporate early childhood intervention services into daily

family routines were often thwarted by the incompatibility of family and therapist
routines; that is, appointments provided at times that took no account of family

demands and schedules.

“What does that do?” — the place of services.

Mothers saw therapists as ‘teachers’ of therapy techniques to both the children and
their caregivers.

They also saw them as important providers of information about other services.

A recurrent theme in these comments is the difficulties parents experience in balancing the

demands of early childhood intervention programs and home life. This group of parents
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may have been receiving services that were not truly family-centred. It appears that the
therapists determined the strategies needed and the parents were expected to carry these
out at home and to make the necessary adjustments to their lives. Inevitably, parents

sometimes found this difficult to do, and felt guilty as a consequence.

2.5.2 Aspects of service delivery valued by families

A number of studies have investigated what aspects of service delivery are most important
for families of young children with disabilities (Able-Boone, Sandall, Loughry & Frederick,
1990; Peterander, 2000; Rosenbaum, King & Cadman, 1992; Roush, 1994; Thompson,
1998; Wehman & Gilkerson, 1999). These studies, from different countries (USA, Canada,
Germany and Australia) involve different models of service delivery, and use different
research methods. Although some common themes emerge, there are substantial
differences that presumably reflect the nature of the services that the parents were

receiving at the time.

In the Australian study by Thompson, parents described a number of needs and desires

that they were looking to have met by service providers. These include:

e A need for constant reassurance and feedback from the service providers;

e Therapists helping families determine their own comfortable level of involvement in
therapy services;

e Assisting families help their child to develop further;

¢ Interventions that encouraged sibling participation to reduce the impact that having a
child with high support needs may have on other family members; and,

o Early childhood intervention services that used a family-oriented approach and assisted

in bringing the family closer together and strengthening family relationships.

On the basis of an analysis of the experiences of parents of young, deaf children, Roush
(1994) identified certain recurring themes in the shared experiences of parents. Parents
wanted professionals to provide facts and information, particularly in the early stages of
diagnosis, which is one of the most stressful periods that parents will experience in their
entire lives. Parents also reported that a sincere, caring attitude from professionals, even if
they do not know all the answers, was noticed and appreciated.

Parents also commented that in the early stages they wanted the 'right choices' presented

to them but that in the end most wanted to make their own decisions. They depended on
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professionals, however, to provide honest, unbiased information, delivered at a level
appropriate to parents’ knowledge and experience. Most families sought professionals who

would support and encourage them along the path of their own choosing.

Roush also found that families wanted flexibility in intervention and placement decisions.
What may be the 'right decision' at a given point in time may change later on. Families
wanted to be supported in the options they choose, and not made to feel 'locked in' to
these important decisions. It was also important to families to be praised and supported for
what they were able to do, and not ‘judged' for what they were unable to do. Parents were
also seeking and needing the support of other parents. Many families reported an

emotional 'turning point' when they connected with a supportive group of other parents.

Parents were particularly appreciative when professionals sought creative ways to
encourage the participation of all family members rather than designating a given
individual, usually the mother, as the family expert and decision-maker. Finally, parents
valued the notion that regardless of the options or pathway they chose, they wanted
professionals to impart a sense of hope for the future, with an emphasis on ability rather

than disability.

Wehman and Gilkerson (1999) surveyed American parents who used early childhood
intervention services. Parents were asked open-ended questions about the most helpful
aspects of the services they received and the biggest barriers to family involvement. The
most common factors mentioned were:

Most helpful/beneficial aspects of early intervention experiences

¢ Technical knowledge and skills of professionals (reported by 40% of parents);

e Direct child-focused therapy services (34%);

e Parent education (32%);

e Diagnostic evaluation/assessment of the child (28%); and,

e Parent-to-parent social support (24%).

Biggest barriers to achieving desired levels of family involvement
e Providing service at times that were incompatible with family commitments (40%);
e Poor parent-professional communication (30%);

o Insufficient level of service provision (28%); and,
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o Difficulties in finding child-care for siblings (22%).

Able-Boone et al. (1990) interviewed parents of young children with special needs about
the early intervention services they were receiving and what changes were needed to make
services more family-centred. Two major themes emerged from the interviews. First,
parents wanted information regarding their child’s special needs and about available
community resources. Second, they wanted professionals to relay this information and
empower families to become their own decision-makers. Thus, parents wanted to know
their own options so they could make informed choices. Other points made by parents

were:

e Parents are more able to make decisions over time;

e Multiple service options need to be available and communicated to parents;

e Service plans need to be working plans that can be changed according to need,;

e Family assessments need to be conducted over time so that early intervention
practitioners can establish a relationship with the family; and,

e The process of accessing early intervention services for infants must become easier

and friendlier.

In a further study out of the USA, Summers, Dell'Oliver, Turnbull, Benson, Santelli,
Campbell and Siegel-Causey (1990) explored families’ and practitioners' opinions about the
expected outcomes for families of early intervention, and their preferences for the methods
used to gather information about family strengths and needs. Focus groups involving a mix
of practitioners and family members were conducted. Statements generated by the focus
groups were divided into three main categories: (1) early intervention program principles;
(2) identification of family needs and strengths; and, (3) expected outcomes of early

intervention for families. The main issues identified in this study were:
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Appendix Six:

Statistical Findings: Staff Questionnaires



Statistical findings on the domains for staff members

These relationships were tested using the Mann-Whitney U test (M-W U) because medians
were being compared. The M-W U performs the same function as a t-test, indicating
whether there is a significant difference between the midpoints of two groups.

Staff respondents who had worked in their chosen discipline for above average periods of
time would ideally give higher scores to both ‘specific information’” (M-W U = -2.486, p =
.013) and to ‘coordinated care’ (M-W U = -2.309, p = .021) than other staff respondents.
Staff members who had worked at Scope for above average periods of time believed that the
actual amounts of specific information provided were significantly lower (M-W U = - 2.777, p
= 0.005) than those who had worked at Scope for below average periods of time. These
staff would ideally put greater emphasis on the ‘coordinated care’ domain (M-W U =-2.12, p
= 0.027) than those who had worked at Scope for less time. No differences in evaluations of
any of the domains were found according to the professional backgrounds of the staff,
though it should be noted that only the clinical staff could be included in this analysis.
Administrators had to be omitted — there were too few of them.

Statistical findings on the differences between ideal and actual: Staff

No significant differences about ideal versus actual perceptions amongst staff with differing
professional backgrounds, or who worked in metropolitan or rural regions. Staff who had
worked for an above average length of time in their chosen discipline perceived less
differences between ideal and actual for ‘specific information’ (M-W U = - 2.209, p = 0.27)
and ‘coordinated care’ (M-W U= - 2.309, p = 0.021) than staff who had worked for shorter
periods. Length of time working at Scope was a strong predictor of variation in perceived
differences. Staff respondents who had worked for less than the average time at Scope
consistently perceived larger differences between ideal and actual in ‘general information’
(M-W U = -2.747, p = 0.006), ‘specific information’ (M-W U = -3.531, p < 0.001), ‘respectful
care’ (M-W U = -2.409, p = 0.016), ‘enabling and partnership’ (M-W U = -2.680, p = 0.007)
and ‘coordinated care’ (M-W U = -2.581, p = 0.01). Staff without training in early childhood
intervention perceived larger differences in ‘specific information’ than staff who had this
training (M-W U = -2.242, p = .025).

(Felicity aren’t these two saying the same things)



Appendix Seven:

ltem by Item Response Percentages for

Families: ldeal and Actual



Item by Item Response Percentages for Families: Ideal and Actual
FAMILY IDEAL

FAMILY ACTUAL

ITEMS BY DOMAIN

%
RESPONSE:
“sometimes”

or less

%
RESPONSE:
more than
“sometimes”

%
BRESPONSE
: “sometimes”

or less

%
RESPONSE:
more than
“sometimes”

Enabling and Partnership

2  Fully explain treatment
choices to you?

13.8

86.2

14.0

86.0

3  Offer you positive feedback
or encouragement (eg. in
carrying out a home
program)?

9.2

90.8

13.7

86.3

8  Tell you about options for
treatment or services for your
child (eg. equipment, school,
therapy)?

6.2

93.8

18.0

82.0

12 Trust you as the ‘expert’ on
your child?

12.3

87.7

8.3

91.7

15 Anticipate your concerns by
offering information even
before you ask?

26.2

73.8

30.0

70.0

16 Make sure you have a chance
during visits to the centre to
say what is important to you?

9.2

90.8

14.9

85.1

17 Let you choose when to
receive information and the
type of information you
want?

26.2

73.8

27.1

72.9

19 Tell you about the reasons
for treatment or equipment?

6.2

93.8

10.2

89.8

22 Provide opportunities for you
to make decisions about
services?

4.6

95.4

26.1

73.9

23 Answer your  questions
completely?

4.6

95.4

14.3

85.7

25 Recognise that your family
has the final say when
making decisions about your
child’s services?

6.2

93.8

12.5

87.5

28 Consult with you when
discussing  equipment  or
services?

7.7

92.3

10.6

89.4

30 Tell you details about your
child’s services, such as the
reason for them, the type of
therapies and the length of
time?

7.7

92.3

14.3

85.7

35 Make sure that you have
opportunities to explain what
you think are important
treatment goals?

9.2

90.8

14.3

85.7

36 Make you feel like a partner
in your child’s care?

4.6

954

8.0

92.0

43 Listen to what you have to
say about your child’s needs
for equipment, services etc.?

6.2

93.8

11.8

88.2




Providing General Information

46

Have information available
to you in various forms, such
as a bookilet, kit, video etc.?

20.0

80.0

44.7

55.3

48

Give you information about
the types of services offered
at the Centre or in your
community?

9.2

90.8

36.0

64.0

49

Promote family-to-family
gatherings for social,
information or shared
experiences?

46.2

53.8

51.1

48.9

50

Provide opportunities for
special guests to speak to
parents on topics of interest?

36.9

63.1

56.8

43.2

51

Provide support to help cope
with the impact of childhood
disability (eg. by advocating
on your behalf or informing
you of assistance programs)?

23.1

76.9

46.7

53.3

53

Have information about your
child’s disability (eg. its
causes, how it progresses,
future outlook)?

20.0

80.0

54.8

45.2

54

Provide advice on how to get
information or to contact
other parents (eg. Centre’s
parent resource library)?

26.2

73.8

59.1

40.9

55

Provide opportunities for the
entire  family to obtain
information?

20.0

80.0

48.9

51.1

56

Have general information
available about different
concerns (eg. financial costs
or assistance, genetic
counselling, dating, sexuality
etc.)?

29.2

70.8

52.4

47.6

Providing Specific Information

about the Child

24

Explain what they are doing
when you are watching your
child in therapy?

9.2

90.8

14.9

85.1

26

Tell you about the results
from assessments?

3.1

96.9

12.8

87.2

27

Provide you with written
information about what your
child is doing in therapy?

10.8

89.2

16.3

83.7

39

Provide you with written
information  about  your
child’s progress?

10.8

89.2

28.6

71.4

52

Notify you about the reasons
for upcoming case
conferences, meetings etc.,
about your child?

154

84.6

36.4

63.6

Coordinated and
Comprehensive Care

Suggest therapy plans that fit
with your family’s lifestyle?

9.2

90.8

19.6

80.4




Explain things to your child
in a way that your child
understands?

13.8

86.2

16.7

83.3

Take the time to establish
rapport with you or your
child when changes occur in
your services?

10.8

89.2

18.0

82.0

Discuss with you everyone’s
expectations for your child so
that all agree on what is best?

10.8

89.2

17.6

82.4

Make sure that your child’s
skills are known to all
persons working with your
child, so the skills are carried
across services and service
providers?

9.2

90.8

18.0

82.0

10

Provide ideas to help you
work with the health care
‘system’?

9.2

90.8

27.7

72.3

11

Recognise the demands of
caring for a child with
special needs?

6.2

93.8

20.0

80.0

13

Look at the needs of the
‘whole’ child (eg. at mental,
emotional and social needs)
instead of just at physical
needs?

6.2

93.8

13.7

86.3

14

Show sensitivity to your
family’s ~ feelings  about
having a child with special
needs (eg. your worries about
your child’s health or
function)?

4.6

95.4

16.3

83.7

20

Follow-up at the next
appointment on any concerns
you discussed at the previous
one?

6.2

93.8

8.2

91.8

21

Make sure that at least one
team member is someone
who works with you and
your family over a long
period of time?

9.2

90.8

21.7

78.3

32

Develop both short-term and
long-term goals for your
child?

6.2

93.8

14.0

86.0

34

Plan together so they are all
working in  the  same
direction?

4.6

95.4

16.0

84.0

37

Make sure that you are
informed ahead of time about
any changes in your child’s
program  (eg. therapists,
programs, equipment)?

7.7

92.3

17.4

82.6

40

Seem aware of your child’s
changing needs as he/she
grows?

6.2

93.8

18.0

82.0

44

Make themselves available to
you as a resource (eg.

9.2

90.8

22.0

78.0




emotional support, advocacy,
information)?

45 Give you information about
your child that is consistent 6.2 93.8 184 81.6
from person to person?

Respectful and Supportive Care

9  Accept you and your family
in a non-judgmental way? 3.1 96.9 7.8 922

18 Remember details about your
child or family when 7.7 93.3 8.2 91.8
speaking with you?

29 Provide a caring atmosphere
rather than just give you 3.1 96.9 14.3 85.7
information?

31 Treat you as an individual

rather than as a ‘typical’
parent of a child with a 3.1 96.9 10.2 89.8
disability?
33  Treat you as an equal rather
than just as the parent of the 154 84.6 122 878

patient (eg. by not referring
to you as “Mum” or “Dad”?

38 Help you feel competent as a
parent? 10.8 89.2 12,5 87.5

41 Provide enough time to talk

so you don’t feel rushed? 6.2 93.8 15.7 84.3

42  Treat you and your family as
people rather than as a ‘case’
(eg. by not referring to you 4.6 95.4 9.8 90.2
by diagnosis such as “the
spastic diplegic™”)?

47 Have support staff that are
polite and courteous to you 3.1 96.9 10.2 89.8
and your family?

“Sometimes or Less” = Responses with values of 1-4 on the seven-point Likert scale.

“More than sometimes” = Responses with values of 5-7 on the seven-point Likert scale.

Note 1: Percentages may not add up to 100% due to items being answered as “not applicable” or omitted.

Note 2: To help make sense of the data, items where 33% or more of families reported that actual behaviour only occurred
“sometimes or less” have been highlighted as items where improvement may be necessary.

Note 3: Items where 85% or more of families reported that actual behaviour occurred “more than sometimes” have been
highlighted as examples of good practice.



Appendix Eight:

ltem by Item Response Percentages for Staff:

ldeal and Actual



Item by Item Response Percentages for Staff: Ideal and Actual

STAFF IDEAL

STAFF ACTUAL

ITEMS BY DOMAIN

%
RESPONSE:
“sometimes”

or less

%
RESPONSE:
more than
“sometimes”

%
RESPONSE:
“sometimes”

or less

%
RESPONSE:
more than
“sometimes”

Enabling and Partnership

2  Fully explain treatment
choices to you?

5.3

94.7

30.0

70.0

3 Offer you positive feedback
or encouragement (eg. in
carrying out a home
program)?

3.5

96.5

8.0

92.0

8  Tell you about options for
treatment or services for your
child (eg. equipment, school,
therapy)?

3.5

96.5

22.0

78.0

12 Trust you as the ‘expert’ on
your child?

1.8

98.2

12.0

88.0

15 Anticipate your concerns by
offering information even
before you ask?

19.3

80.7

32.0

68.0

16 Make sure you have a chance
during visits to the centre to
say what is important to you?

5.3

94.7

22.0

78.0

17 Let you choose when to
receive information and the
type of information you
want?

24.6

75.4

48.0

52.0

19 Tell you about the reasons
for treatment or equipment?

18

98.2

6.0

94.0

22 Provide opportunities for you
to make decisions about
services?

3.5

96.5

8.0

92.0

23 Answer your  questions
completely?

5.3

94.7

6.0

94.0

25 Recognise that your family
has the final say when
making decisions about your
child’s services?

8.8

91.2

10.0

90.0

28 Consult with you when
discussing  equipment  or
services?

3.5

96.5

6.0

94.0

30 Tell you details about your
child’s services, such as the
reason for them, the type of
therapies and the length of
time?

3.5

96.5

18.0

82.0

35 Make sure that you have
opportunities to explain what
you think are important
treatment goals?

3.5

96.5

8.0

92.0

36 Make you feel like a partner
in your child’s care?

0.0

100.0

8.0

92.0

43 Listen to what you have to
say about your child’s needs

1.8

98.2

8.0

92.0




for equipment, services etc.?

Providing General Information

46

Have information available
to you in various forms, such
as a bookilet, kit, video etc.?

14.0

86.0

30.0

70.0

48

Give you information about
the types of services offered
at the Centre or in your
community?

0.0

100.0

20.0

80.0

49

Promote family-to-family
gatherings for social,
information or shared
experiences?

15.8

84.2

50.0

50.0

50

Provide opportunities for
special guests to speak to
parents on topics of interest?

10.5

89.5

66.0

34.0

51

Provide support to help cope
with the impact of childhood
disability (eg. by advocating
on your behalf or informing
you of assistance programs)?

10.5

89.5

34.0

66.0

53

Have information about your
child’s disability (eg. its
causes, how it progresses,
future outlook)?

3.5

96.5

26.0

74.0

54

Provide advice on how to get
information or to contact
other parents (eg. Centre’s
parent resource library)?

7.0

93.0

26.0

74.0

55

Provide opportunities for the
entire  family to obtain
information?

7.0

93.0

42.0

58.0

56

Have general information
available about different
concerns (eg. financial costs
or assistance, genetic
counselling, dating, sexuality
etc.)?

10.5

89.5

54.0

46.0

Providing Specific Information

about the Child

24

Explain what they are doing
when you are watching your
child in therapy?

5.3

94.7

12.0

88.0

26

Tell you about the results
from assessments?

5.3

94.7

4.0

96.0

27

Provide you with written
information about what your
child is doing in therapy?

7.0

93.0

22.0

78.0

39

Provide you with written
information  about  your
child’s progress?

3.5

96.5

16.0

84.0

52

Notify you about the reasons
for upcoming case
conferences, meetings etc.,
about your child?

3.5

96.5

24.0

76.0




Coordinated and
Comprehensive Care

Suggest therapy plans that fit
with your family’s lifestyle?

1.8

98.2

16.0

84.0

Explain things to your child
in a way that your child
understands?

3.5

96.5

10.0

90.0

Take the time to establish
rapport with you or your
child when changes occur in
your services?

5.3

94.7

14.0

86.0

Discuss with you everyone’s
expectations for your child so
that all agree on what is best?

5.3

94.7

20.0

80.0

Make sure that your child’s
skills are known to all
persons working with your
child, so the skills are carried
across services and service
providers?

5.3

94.7

30.0

70.0

10

Provide ideas to help you
work with the health care
‘system’?

8.8

91.2

24.0

76.0

11

Recognise the demands of
caring for a child with
special needs?

3.5

96.5

10.0

90.0

13

Look at the needs of the
‘whole’ child (eg. at mental,
emotional and social needs)
instead of just at physical
needs?

1.8

98.2

8.0

92.0

14

Show sensitivity to your
family’s  feelings  about
having a child with special
needs (eg. your worries about
your child’s health or
function)?

5.3

94.7

10.0

90.0

20

Follow-up at the next
appointment on any concerns
you discussed at the previous
one?

0.0

100.0

6.0

94.0

21

Make sure that at least one
team member is someone
who works with you and
your family over a long
period of time?

8.8

91.2

30.0

70.0

32

Develop both short-term and
long-term goals for your
child?

35

96.5

18.0

82.0

34

Plan together so they are all
working in  the  same
direction?

3.5

96.5

8.0

92.0

37

Make sure that you are
informed ahead of time about
any changes in your child’s
program  (eg. therapists,
programs, equipment)?

0.0

100.0

6.0

94.0




40

Seem aware of your child’s
changing needs as he/she 14.0 86.0 16.0 84.0
grows?

44

Make themselves available to

you as a resource (eg.
emotional support, advocacy, 7.0 93.0 16.0 84.0

information)?

45

Give you information about
your child that is consistent 7.0 93.0 16.0 84.0
from person to person?

Respectful and Supportive Care

9

Accept you and your family

in a non-judgmental way? 1.8 98.2 10.0 90.0

18

Remember details about your
child or family when 5.3 94.7 2.0 98.0
speaking with you?

29

Provide a caring atmosphere
rather than just give you 19.3 80.7 24.0 76.0
information?

31

Treat you as an individual
rather than as a ‘typical’
parent of a child with a
disability?

18 91.2 4.0 96.0

33

Treat you as an equal rather
than just as the parent of the
patient (eg. by not referring
to you as “Mum” or “Dad”?

7.0 93.0 10.0 90.0

38

Help you feel competent as a

parent? 5.3 94.7 10.0 90.0

41

Provide enough time to talk

so you don’t feel rushed? 3.5 96.5 30.0 70.0

42

Treat you and your family as
people rather than as a ‘case’
(eg. by not referring to you 5.3 94.7 2.0 98.0
by diagnosis such as “the
spastic diplegic”)?

47

Have support staff that are
polite and courteous to you 5.3 94.7 12.0 88.0
and your family?

“Sometimes or Less” = Responses with values of 1-4 on the seven-point Likert scale.

“More than sometimes” = Responses with values of 5-7 on the seven-point Likert scale.

Note 1: Percentages may not add up to 100% due to items being answered as “not applicable” or omitted.

Note 2: To help make sense of the data, items where 33% or more of staff reported that actual behaviour only occurred

“sometimes or less” have been highlighted as items where staff believe improvement may be necessary.

Note 3: Items where 85% or more of staff reported that actual behaviour occurred “more than sometimes” have been

highlighted as examples where staff believe good practice occurs.



Appendix Nine:

Differences Between Family and Staff on Ideal

and Actual Mean Scores.



Differences between Family and Staff on Ideal and Actual Mean Scores.

FAMILY | STAFF | FAM/ST | FAMILY | STAFF | FAM/ST
Ideal Ideal Ideal Actual Actual Actual
ITEMS BY DOMAIN Mean Mean DIFF. Mean Mean DIFF.
Mean Mean
Enabling and Partnership
2 Fully explain treatment choices to
you? 6.18 6.58 -0.4035 5.56 5.18 | 0.0000
16 Make sure you have a chance
during visits to the centre to say 6.17 6.42 -0.2982 5.89 5.54 0.0000
what is important to you?
23 Answer =~ your questions| g,s | 653 | .04579| 600 | 572 |-0.0244
completely?
30 Tell you details about your child’s
services, such as the reason for
them, the type of therapies and the 6.20 6.60 -0.4211 5.65 5.30 | 0.0250
length of time?
12 Tr:“Ifjt you as the ‘expert” on your | g oe | a5 | 04386 | 643 | 578 |-0.0250
child? . : . : . :
19 Tell you about the reasons for 6.43 6.65 -0.2632 6.08 594 | -01220
treatment or equipment? ' ' ) ) ' '
15 Anticipate your concerns by
offering information even before 5.42 5.54 -0.1930 5.04 4.86 | -0.1220
you ask?
35 Make sure that you have
opportunities to explain what you 6.26 6.53 -0.3158 6.06 592 | -0.1250
think are important treatment ' ' ' ' ' '
goals?
36 Make you feel like a partner in | oy | 674 | 02456 | 620 | 576 | 0.1463
your child’s care?
3  Offer you positive feedback or
encouragement (eg. in carrying 6.25 6.68 -0.5439 6.14 6.06 | -0.1667
out a home program)?
8 Tell you about options for
treatment or services for your| e | g5 | .01053 | 552 | 542 |-01707
child (eg. equipment, school,
therapy)?
25 Recognise that your family has
the final say ‘when making | o5 | g53 | 01228 | 615 | 608 |-0.2500
decisions about your child’s
services?
22 Provide opportunities for you to | o5 | g5g | 03509 | 561 | 556 |-0.2895
make decisions about services?
43 Listen to what you have to say
about your child’s needs for 6.45 6.70 -0.3158 6.08 6.18 | -0.3095
equipment, services etc.?
28 Consult with you when discussing | - 631 | 63 | 02632 | 617 | 632 | -0.4500
equipment or services?
17 Let you choose when to receive
information and the type of 5.43 5.19 0.2456 5.50 3.72 1.3077

information you want?




FAMILY | STAFF | FAM/ST | FAMILY | STAFF | FAM/ST
Ideal Ideal Ideal Actual Actual Actual
ITEMS BY DOMAIN Mean Mean DIFF Mean Mean DIFF.
Mean Mean
Providing General Information
50 Provide opportunities for special
guests to speak to parents on 4.88 5.91 -0.9825 4.25 3.90 | -0.2500
topics of interest?
49 Promote family-to-family
gatherings for social, information 4.92 5.82 -0.9298 4.36 4.28 | -0.5263
or shared experiences?
56 Have general information
available about different concerns
(eg. financial costs or assistance, 5.05 6.11 -1.0351 4.05 4.26 | -0.6571
genetic  counselling,  dating,
sexuality etc.)?
46 Have information available to you
in various forms, such as a 5.80 6.19 -0.4912 4.34 5.08 | -0.9500
booklet, kit, video etc.?
48 Give you information about the
types of services offered at the 6.18 6.60 -0.4912 4.92 552 | -0.9512
Centre or in your community?
55 Provide opportunities for the
entire family to obtain 5.68 6.21 -0.6491 4.16 440 | -0.9730
information?
51 Provide support to help cope with
the impact of childhood disability
(eg. by advocating on your behalf 5.58 6.26 -0.5263 4.42 488 | -0.9737
or informing you of assistance
programs)?
53 Have information about your
child’s disability (eg. its causes, | gee | 646 | 08070 | 376 | 4.98 |-1.5000
how it progresses, future
outlook)?
54 Provide advice on how to get
information or to con’tact other 534 6.44 11228 382 484 | -15135
parents (eg. Centre’s parent
resource library)?
Providing Specific Information about | FAMILY STAFF FAM/ST | FAMILY STAFF FAM/ST
the Child Ideal Ideal Ideal Actual Actual Actual
Mean Mean DIFF Mean Mean DIFF.
Mean Mean
24 Explain what they are doing when
you are watching your child in 6.11 6.37 -0.3860 5.83 5.56 | -0.1026
therapy?
27 Provide you with  written
information about what your child 6.09 6.30 -0.2807 5.96 5.48 0.1220
is doing in therapy?
39 Provide you with written
information about your child’s 6.02 6.47 -0.4561 5.63 5.16 0.2500
progress?
26 Tell you about the results from 6.48 6.42 0.0526 6.02 612 | -0.2564
assessments?
52 Notify you about the reasons for
upcoming  case  conferences, 5.78 6.49 -0.7895 5.05 5.28 | -0.4857

meetings etc., about your child?




Coordinated and Comprehensive
Care

FAMILY
Ideal

Mean

STAFF
Ideal

Mean

FAM/ST
Ideal
DIFF
Mean

FAMILY
Actual

Mean

STAFF
Actual

Mean

FAM/ST
Actual
DIFF.
Mean

21 Make sure that at least one team
member is someone who works
with you and your family over a
long period of time?

6.34

6.35

-0.0526

5.57

5.20

0.0263

37 Make sure that you are informed
ahead of time about any changes
in your child’s program (eg.
therapists, programs, equipment)?

6.34

6.49

-0.2281

5.87

5.70

-0.0270

20 Follow-up at the next
appointment on any concerns you
discussed at the previous one?

6.43

6.67

-0.2982

6.02

5.82

0.0488

5  Take the time to establish rapport
with you or your child when
changes occur in your services?

6.06

6.47

-0.4912

5.80

5.46

0.0732

6 Discuss with you everyone’s
expectations for your child so that
all agree on what is best?

6.09

6.42

-0.3333

5.69

5.32

0.0952

4  Explain things to your child in a
way that your child understands?

5.98

6.60

-0.7018

5.74

5.70

-0.1176

45 Give you information about your
child that is consistent from
person to person?

6.32

6.37

-0.1404

5.76

5.60

-0.1500

34 Plan together so they are all
working in the same direction?

6.46

6.54

-0.1053

5.88

5.80

-0.1951

10 Provide ideas to help you work
with the health care ‘system’?

6.14

6.28

-0.1754

5.28

5.08

-0.2051

13 Look at the needs of the ‘whole’
child (eg. at mental, emotional
and social needs) instead of just at
physical needs?

6.42

6.67

-0.2982

5.90

5.76

-0.2143

32 Develop both short-term and
long-term goals for your child?

6.49

6.53

-0.0351

5.88

5.34

0.2683

44  Make themselves available to you
as a resource (eg. emotional
support, advocacy, information)?

6.11

6.44

-0.4386

5.72

5.72

-0.2683

11 Recognise the demands of caring
for a child with special needs?

6.43

6.63

-0.2281

5.80

5.60

-0.2683

1 Suggest therapy plans that fit with
your family’s lifestyle?

6.20

6.56

-0.4211

5.71

5.48

-0.2857

14 Show sensitivity to your family’s
feelings about having a child with
special needs (eg. your worries
about your child’s health or
function)?

6.43

6.53

-0.1228

5.90

6.00

-0.4250

40 Seem aware of your child’s
changing needs as he/she grows?

6.46

5.88

0.5789

5.92

5.32

0.4390

7 Make sure that your child’s skills
are known to all persons working
with your child, so the skills are
carried across services and service
providers?

6.34

6.40

-0.0702

5.60

4.94

0.4878




Respectful and Supportive Care FAMILY STAFF FAM/ST | FAMILY STAFF FAM/ST
Ideal Ideal Ideal Actual Actual Actual
Mean Mean DIFF Mean Mean DIFF.
Mean Mean
18 Remember details about your
child or family when speaking 6.18 6.37 -0.2632 6.06 5.86 0.1220
with you?
38 Help you feel competent as a | g5 | §59 | 01930 | 608 | 562 | 01282
parent?
47 Have support staff that are polite
and courteous to you and your 6.63 6.44 0.1404 6.12 5.96 -0.2000
family?
42 Treat you and your family as
people rather than as a ‘case’ (eg.
by not referring to you by 6.57 6.70 -0.1754 6.41 6.38 -0.2143
diagnosis such as “the spastic
diplegic”)?
33 Treat you as an equal rather than
Just as the parent of the patient | ¢nq | G55 | 04912 | 616 | 606 | -0.2500
(eg. by not referring to you as
“Mum” or “Dad”?
31 Treat you as an individual rather
than as a ‘typical’ parent of a 6.63 6.72 -0.1228 6.12 6.08 -0.2750
child with a disability?
41 Prowde,enough time to talk so 6.49 6.44 0.0175 596 518 0.3333
you don’t feel rushed?
9  Accept you and your family in a
non-judgmental way? 6.65 6.65 -0.0351 6.37 5.74 0.4048
29 Provide a caring atmosphere
rather than just give you 6.48 5.54 0.9298 6.27 5.08 0.9024

information?






