Contents
Chapter One: Introduction

Page No:

Background to the Study………………………………………………….. 1
Context of the Study……………………………………………………….. 2
Statement of the Problem………………………………………………….. 5
Research Questions………………………………………………………… 6
Significance of the Study………………………………………………….. 6
Operational Definitions……………………………………………………. 6
Contents of Chapters………………………………………………………. 7

Chapter Two: Literature Review
Western Historical Context……………………………………………….. 8
Family Centred Care………………………………………………………. 10
Parental Participation………………………………………………………. 14
Factors Affecting Parents’ Decision to Participate………………… 16
Critique of Studies…………………………………………………. 16
Summary of Studies on Parental Participation Discussed Previously18
Nurses’ Attitudes to Parental Participation………………………… 18
The Influence of Negotiation and Power………….……….. 21
Barriers to Parental Participation………………………………….. 22
Lack of Information……………………………………….. 22
Inconsistent Information…………………………………… 23
Ineffective Communication……………………………….. 24
Inadequate Facilities………………………………………. 24
Addressing Barriers……………………………………………….. 25
Benefits of Parental Participation………………………………….. 27
Models of Care…………………………………………………………….. 29
Operational Definition of Family Centred Care…………………………… 31
Rationale for the Study…………………………………………………….. 32
Summary…………………………………………………………………… 33

vi

Chapter Three: Methodology
Research Design………………………………………………………….. 34
Sample…………………………………………………………………….. 34
Hospital Selection…………………………………………………. 35
Parent Selection……………………………………………………. 36
Nurse Selection……………………………………………………. 36
Instrument Development………………………………………………….. 37
Focus Groups………………………………………………………. 37
Questionnaires………………………………………………………………38
Parent’s Participation Questionnaire………………………………. 39
Nurses’ Questionnaire……………………………………………… 39
Reliability and Validity…………………………………………………….. 40
Pilot Study…………………………………………………………..40
Data Collection…………………………………………………………….. 40
Data Analysis……………………………………………………………… 41
Ethical Considerations…………………………………………………….. 44
Methodological Considerations……………..…………………………….. 45

Chapter Four: Reliability and Validity of Instruments
Internal Consistency of Questionnaires…………………………………… 47
Parents’ Questionnaire…………………………………………………….. 53
Factor Analysis……………………………………………………. 53
Summated Scales………………………………………………….. 55
Item Internal Consistency………………………………….. 57
Item Discriminant Validity……………………………..….. 57
Subscale Reliability……………………………………….. 51
Nurses’ Questionnaire…………………………………………………….. 60
Factor Analysis……………………………………………………. 60
Summated Scales………………………………………………….. 62
Item Internal Consistency………………………………….. 64
Item Discriminant Validity………………………………… 64
Subscale Reliability……………………………………….. 66
Summary…………………………………………………………………… 67

vii

Chapter Five: Results
Responses…………………………………………………………………. 68
Characteristics of the Families……..……………………………………… 69
Characteristics of the Children…………..………………………… 70
Characteristics of the Nurses……………..……………………………….. 71
Subscales of Family Centred Care…………………………………………. 73
Parents’ Perceptions of the Provision of Family Centred Care……. 73
Child Friendly Environment………………………………. 73
Respect as Parent…………………..……………………… 74
Nurses in Supportive Role………………………………… 76
Parents Empowered……………………………………….. 77
Nurses’ Perceptions of their Provision of Family Centred Care……78
Respect for Parent Role……………………………………. 78
Nurses in Supportive Role………………………………… 78
Family Focussed Hospital…………………………………. 79
Group Comparisons……………………………………………………….. 80
Parents……………………………………………………………... 80
Level of Hospital……………………………………………80
Social Support……………………………………………… 80
Previous Hospital Experience……………………………… 81
Child’s Age………………………………………………… 82
Length of Hospital Stay…………………………………… 82
Nurses……………………………………………………………… 82
Level of Hospital……………………………………………82
Main Area of Nursing Practice…………………………….. 83
Associations…………………………………………….…. 84
Comparison of Perceptions between Parents and Nurses…………………. 84
Content Analysis…………………………………………………………… 85
Parents……………………………………………………………… 85
Nurses……………………………………………………………… 87
Summary…………………………………………………………………… 89

viii

Chapter Six: Discussion
Characteristics of Samples………………………………………………… 90
Reliability and Validity of Questionnaires………………………………… 92
Parental Participation in Care……………………………………………… 94
Parents’ Perceptions of the Delivery of Family Centred Care……..……… 95
Child Friendly Environment………………………………………. 95
Respect as Parent…………………………………………………... 97
Nurses in Supportive Role…………………………………………. 99
Other Issues Identified…………………………………………….. 101
Nurses’ Perceptions of their Provision of Care…………………………… 102
Respect for Parent Role…………………………………………… 102
Nurses in Supportive Role………………………………………… 103
Family Focussed Hospital…………………………………………. 104
Other Issues Identified…………………………………………….. 105
Comparisons of Perceptions: Parents and Nurses…………………….…… 106
Limitations of the Study…………………………………………………… 108
Conclusion………………………………………………………………… 110

Chapter Seven: Recommendations
Implications for Clinical Practice……………………………………..…… 112
Communication…………………………………………………….. 112
Parent Feedback………………………………….………………… 115
Consumer Representation………………………………………….. 115
Facilities…………………………………………………………… 116
Support….…………………………..……………………………… 117
Advocacy………………………………………………………….. 118
Pre-Admission Package…………………………………………… 118
Implications for Education………………………………………………… 119
Areas for Further Nursing Research…………….………………………… 120
Conclusion………………………………………………………………… 121

ix

References……………………………………………………………………….. 123
Appendix A: Letter to Director of Nursing/Health Service Manager… 134
Appendix B: Self Administered Questionnaire for Parents………...….. 136
Appendix C: Self Administered Questionnaire for Nurses…………….. 144
Appendix D: Letters of Invitation to Parents and Nurses……………….. 152

x

Chapter One
Introduction

Paediatric nursing has progressed since the 1950s when parents handed their sick
child over to the care of hospital staff and the parents were only allowed to visit once
a week for a very limited time. The Platt Report of 1959 on the welfare of children in
hospital brought about major changes to this way of thinking (Department of Health
and Social Security). Over the following decades open visiting was introduced
eventuating in parents being encouraged to live in the hospital and participate in the
care of their sick child. A further development of more recent origin is the
recognition of the child’s right to be included in all decision making relating to their
care and their right to participate in their care (Bricher, 2000; Dixon-Woods, Young
& Henley, 1999; Runeson, Elander, Hermeren & Kristensson-Hallstrom, 2000;
Southall, Burr, Smith, Bull, Radford, Williams et al., 2000). These developments
have lead to family centred care now being the philosophy for nursing sick children.

Background to the Study
Family centred care includes caring for the family by respecting the parents'
knowledge about their child and their right to be involved in decision making and the
caring process when the child is not competent to make these decisions, thereby
enabling the family to retain control over this aspect of their lives (Smith, 1995).
Although most countries, except the United States of America, ratified the
Convention on the Rights of the Child endorsed by the United Nations in 1989 which
states that children have the right to express their views about things that affect them
and they have the right to participate in programs and services for children, many
children who are hospitalised are too young to be deemed competent to make the
decisions about their care (Alderson, 1993; HDWA, 2002; Rushforth, 1996). These
children have the right to participate in the decision making at their level of
cognition, however parents remain the primary care givers when these young
children are in hospital and the responsibility and right to be included in their child’s
care remains with the parents.
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This study involves families in this situation. Seventy five per cent of children
hospitalised in rural areas of Western Australia are three years of age or less.
Therefore the majority of children are not of an age to contribute to a study on family
centred care. To acknowledge the importance of the concept, the term ‘family
centred care’ will be used throughout this study, although only the parental
component of this concept is addressed.
When parents are included in the care and decision making relating to their child’s
health, family centred care is based on negotiation between the child (where
cognitively able), the parents and the nurse, cognisant of the family's wishes (Casey,
1988; Smith, 1995). Implicit in this negotiation is the nurse’s recognition and respect
for the parents' expert knowledge of their child. Nurses should recognise the parents'
primary role and respect the family's need to attend to the responsibilities associated
with that role (Johnson, 1996). Nurses also need to recognise that the parents' role
will differ with each parent and with time as parents strive to meet the needs of their
hospitalised child plus maintain the integrity of the family unit (Johnson, 1996;
Knafl, Cavallarri & Dixon, 1988). Parents being partners with the health
professionals involved in their child's care whilst their child is in hospital requires
effective, frequent communication and negotiation between parents and nurses. This
enables parents to participate in the care of their child whilst hospitalised and
continue to maintain the integrity of their family.
Despite the acknowledged importance of this concept of care, both anecdotal
evidence and the literature indicates that family centred care is still not being
achieved within the health care system (Darbyshire, 1994; Johnson, 1996; Roden,
1998). This literature focuses on paediatric care in metropolitan hospitals, and no
studies were identified that relate to the concept in rural settings.

Context of the Study
Western Australia’s sparsely populated rural areas, significant distances and diverse
climatic conditions present unique problems to the provision of health services
(HDWA, 2001a). Structural changes to the delivery of health care were introduced to
Western Australia in 1995-6 to make provision of health care more customer focused
(HDWA, 2001a). As a result of this restructure, Western Australia had seventeen
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health services outside the metropolitan area (see Figure 1.1) at the time of this
study. These health services varied in size and population and hence the number of
hospitals within each health service varied from one up to five. Some hospitals
within a health service were managed by the same health service board resulting in
similar practice policies whereas in others each hospital had its own management
board and operated independently. Therefore the care provided could vary between
hospitals.
As well as the variation in the number of hospitals within each health service, there
was a difference in the size and services offered by each hospital. The rural
hospitals’ inpatient capacities ranged from six to 178 beds. The larger, regional
hospitals had dedicated children’s wards which were staffed by nurses who spent the
majority of their working hours caring for children. They may have the services of a
paediatrician, other specialised doctors and allied health staff. The smaller, district
hospitals are unable to provide this more specialised care. In these hospitals nursing
staff care for all patients admitted to the hospital ranging from newborns to the
elderly, including general medical and surgical cases and all acute cases who attend
the emergency department. Although nursing children may be an infrequent
occurrence or does not occur at all in their actual practice, all nurses registered with
the Nurses Board of Western Australia are expected to be competent and therefore
able to care for sick children.
A significant number of children are nursed in rural hospitals. In Western Australia
an estimated 12,000 children under the age of ten years were nursed in rural hospitals
during 2000 of which 75.30% were three years of age or less (HDWA, 2001b). The
average length of hospital stay for children in rural Australia is estimated at 3.1 days
(AIHW, 1998). The majority of children admitted to rural hospitals have common
childhood illnesses such as asthma and other respiratory tract infections, diarrhoea,
vomiting, fever or minor trauma. Booked admissions for surgery occur in some of
the hospitals. Children whose illness and/or acuity is beyond the treatment capacity
of the hospital are transferred either to the regional centre or to the only Western
Australian tertiary paediatric centre which is in Perth. Transport may be by road or
air and it may be many hours before an acutely sick child is evacuated from the rural
hospital.
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Figure 1.1. Health Service Areas of Western Australia, 2000, with South West
Health Services inset (HDWA, 2001a).
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Although nurses in rural areas often have to care for people across the life span and,
in some instances, may have limited paediatric experience, this limitation may be
balanced by an awareness of a family's many roles within the community and a
respect for their need to attend to them. As this knowledge is fundamental to
achieving family centred care (Johnson, 1996), it may be enhanced in rural hospitals.
As nurses in rural areas of Western Australia have added responsibilities within their
practice, frequently have to nurse both adults and children and in some cases care for
children infrequently, it was important to ascertain whether families were receiving
family centred care. This study explored whether family centred care was occurring
in hospitals in rural areas of Western Australia and comparisons were made between
parents' and nurses' perceptions of whether family centred care was being provided
when children were hospitalised.

Statement of the Problem
Difficulties that parents have when their child is admitted to hospital have been
documented in recent years (Darbyshire, 1994; Johnson, 1996; Roden, 1998). The
philosophy of paediatric nursing is now one of family centred care which in respect
to the parents, enables and empowers parents to provide appropriate care for their
child when sick and to manage their many family roles. This is a philosophy where
parents are informed, are part of and contribute to, the care of their child and which
should decrease the costs, both emotional and financial, to the family. Anecdotal
evidence implies that family centred care is not occurring in Western Australia.
The literature cites studies that have been undertaken in large metropolitan paediatric
hospitals mostly in the United Kingdom and North America. An extensive search of
the literature failed to find any studies on family centred care which were undertaken
in rural settings where paediatric nursing has a different environmental and
organisational context to tertiary metropolitan paediatric hospitals.
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Research Questions
The study addressed the following questions:
1. Is family centred care being practised, and to what extent, in the rural hospitals of
Western Australia?
2. Is there a difference between parents’ perception of receiving family centred care
and nurses’ perception of delivering family centred care?
3. If a deficit is identified, in what areas can nurses improve?

Significance of the Study
The results have implications for both the children and their families receiving care
and for nurses providing that care. The findings will assist in the development of
nurses' understanding of parents' perceptions of family centred care and will promote
paediatric nursing practice which is sensitive and responsive to the needs of parents
and families.

Operational Definitions
The following descriptions define some of the terminology used in this study.
Nurses providing direct care is defined as nurses who provide hands-on nursing care
to the children and are not employed in staff development or management roles. This
includes both registered and enrolled nurses.
Nursing care is defined as tasks that parents would not normally provide for their
child at home. Examples are monitoring intravenous fluids, dressings, giving
medications that they normally do not give at home.
Parenting is defined as things parents would normally do for their child as a parent at
home. Examples are bathing, feeding, toileting, playing and socialising with the
child.

Contents of Chapters
Chapter One provides a general background to the problem, its significance to nurses
and to families, and the research questions that the study set out to answer. Chapter
7

Two discusses the concept of parental participation in care, partnership-in-care and
family centred care, and relates these concepts to the Australian context. Results of
studies on parental participation in care are presented and reviewed along with
factors that enhance and act as barriers to family centred care. The relationship of
parental participation in care to family centred care is discussed along with several
models of care. The methodology utilised in this study is described in Chapter Three.
Development of the two instruments used to collect data is explained. Methods for
collecting data and all ethical and methodological considerations are described.
Chapter Four presents and discusses the psychometric testing of the questionnaires
and Chapter Five presents the results of this study. Chapter Six discusses the major
findings and Chapter Seven identifies implications for nursing practice, education
and research and recommends strategies to address these implications.
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Chapter Two
Literature Review

Family centred care is a concept espoused to be fundamental to achieving excellence
in paediatric nursing. It offers a framework within which parental involvement,
parental participation and partnership can be provided. However, these terms are
poorly defined and used interchangeably. To arrive at an operational definition to
guide this study the historical context was reviewed and the literature mostly from
Australia, United Kingdom and North America has been considered. A literature
search identified many research articles recommending strategies which have the
potential to enhance parental participation, partnership and family centred care and
also the barriers to these being achieved.

Western Historical Context
Acceptance of parental participation in their child’s care has fluctuated over the
centuries. Paediatric nursing now promotes parents living in hospital with their sick
child and participating in their child’s care to the extent the family wishes. However,
children’s nursing has not always had this philosophy. According to Lindsay (2001)
there is some evidence of parents being active in their child’s admission to hospital
and retaining some responsibility for care in the 19th century. Parents were expected
to provide their child with clothes and bed linen and to launder same. Mothers were
also resident in some hospitals during the 18th and 19th centuries. However, with the
growth of formal children’s nursing programs and a strong belief in ‘germ theory’,
parents’ access to their hospitalised children was discouraged from the beginning of
the 20th century (Connell & Bradley, 2000; Lindsay, 2001). Parents had very limited
access to their children in hospital and commonly were only permitted to visit their
child once a week for one hour or less (Connell & Bradley, 2000). This restriction on
parental visiting continued until the 1960’s.
In the interim, Bowlby (1951) and Robertson (1958) produced evidence highlighting
the psychological damage that occurred to children when they endured enforced
separation from families. These findings of separation anxiety spurred the
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Department of Health in the United Kingdom to commission a report on the effects
of hospitalisation on children. The Platt Report into the welfare of children in
hospital in 1959 reiterated the findings of Bowlby and Robertson and recommended
changes to the way families were cared for when their children were admitted to
hospital. The report recommended that the separation of children from their parents
be avoided by the removal of the severe restrictions on parental visiting and by
encouragement of parents to reside in the hospital when their child was admitted.
The implementation of the recommendations was very slow both in the United
Kingdom and Australia, and there was little guidance for either families or health
professionals as to how to implement these changes.
In 1970, the Australian and New Zealand College of Psychiatrists issued a position
statement emphasising the psychological and emotional damage being done to
children under five when admitted to Australian hospitals. As there was still little
change within Australian paediatric hospitals, in 1971 the Australian Association for
the Welfare of Children in Hospital (AWCH) was formed. This was a voluntary
organisation formed by parents and health professionals to provide a platform to
‘speak and act on behalf of hospitalised children’ (Hart, 1979, p. 9). AWCH
promoted quality child care incorporating parental involvement in the child’s care in
hospitals throughout Australia. Strategies developed by AWCH included setting up a
reference library, initiating programs on play and preparation of children for
hospitalisation. The Association’s activities raised the community’s awareness of the
lack of both the provision for children’s emotional care when in hospital and hospital
policies to rectify the situation. The recommended ‘Health Care Policy Relating to
Children and their Families’, produced by AWCH in 1974, was published in The
Medical Journal of Australia, August, 1975 as a special supplement and received
strong support in the journal’s editorial. This document listed eight principles for
quality health care of children and made recommendations on the implementation of
these principles. This policy document was subsequently endorsed by the National
Health and Medical Research Council, accepted by the Health Commission of New
South Wales and then sanctioned by other states as part of their health policies (Hart,
1979). Principles and recommendations for the implementation of parents’
involvement in their child’s hospitalisation in Australia were now clear.
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Despite the clear guidelines, progress on implementing the recommendations
continued to be very slow (AWCH, 1992). Anecdotal stories and research (AWCH,
1992; Johnson, 1996; Maxton, 1997; Roden, 1998; Rowe, 1996) provide evidence
that family centred care is not practised consistently throughout Australian hospitals.

Family Centred Care
Although family centred care is a central tenet of paediatric nursing today there does
not appear to be consensus on the meaning or definition of this term. Literature from
North America demonstrates a much clearer conceptualisation of family centred care
than that from the United Kingdom or Australia. The North American literature
refers to the work done by Shelton, Jeppson and Johnson (1987), who collaborated
with parents to provide care to families with children who had special educational
needs. These authors identified eight elements necessary to deliver family centred
care:
•

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

•

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

•

Recognising family strengths and individuality, and respecting different
coping methods.

•

Sharing with parents, on a continuing basis and in a supportive manner,
complete and unbiased information.

•

Encouraging and facilitating family-to-family support and networking.

•

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

•

Implementing comprehensive policies and programs that provide emotional
and financial support to meet the needs of families.

•

Designing accessible health care systems that are flexible, culturally
competent and responsive to family-identified needs (Shelton et al., 1987).
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These eight elements were subsequently endorsed by the American Association of
Children’s Health Care and became a framework for family centred care for
chronically and acutely ill children.
Many paediatric hospitals throughout America have adapted these elements to be
used as their philosophy of care. Shelton and Smith Stepanek (1995) revised the
framework following discussions with families and health professionals but the
changes were minor. The framework is considered to be a philosophy of care that
makes a difference by ensuring a partnership between families and health
professionals exists and that the care promotes ‘normal’ patterns of living for the
family. Many discussions and research studies relating to family centred care in
United States of America and Canada since 1987 have used these elements as their
framework.
In contrast to North America, the British and Australian literature does not adhere to
such a framework. While British authors acknowledge the work of Shelton et al,
(Coyne, 1995a; Darbyshire, 1994; Dearmun, 1992; Palmer, 1993), the Australian
literature does not (AWCH, 1992; Johnson, 1996; Maxton, 1997; Roden, 1998;
Rowe, 1996). One British author, Nethercott (1993), identified seven key
components when analysing the concept of family centred care. The seven
components acknowledged viewing the family in context, valued individual family
members and their roles, and were supportive of the functioning of the family similar
to Shelton et al. However, the components were more prescriptive than those of
Shelton et al (1987), stating what nurses must do rather than acknowledging the
respect required for a parent’s knowledge about their child and their right to be with
their child as the constant in the child’s life. No documented reasons were found for
the lack of acceptance and implementation of Shelton et al’s framework outside
North America.
In addition there is no agreed definition of family centred care, parental involvement,
parental participation or partnership, and the terms are used interchangeably by many
authors. Brownlea (1987, p. 605) defined participation as ‘getting involved or being
allowed to become involved in a decision-making process or the delivery of a service
or the evaluation of a service.’ This definition was chosen by several authors when
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discussing parental participation in children’s hospital care (Coyne, 1996; Kawik,
1996; Savage & Callery, 2000). Neill (1996a) adapted Brownlea’s definition by
including involvement in the delivery of ‘care’ thus specifying the service that was
being delivered. These definitions may suggest that the nurse still retains power as
the word ‘allowed’ is used. Neill however, further clarifies the statement by stating
that participation encompasses the parent’s ability to choose the level of involvement
by negotiation. As the level of involvement may vary over time, continuous
communication is required to ensure the parents’ wishes in this respect are
ascertained on an ongoing basis. During interviews with parents, Neill (1996b)
substituted ‘participation’ with ‘involvement’ for clarity thus demonstrating how the
terms are used interchangeably.
The variety in the conceptualisation and use of these terms is illustrated by the
following descriptions. Coyne (1996) viewed family centred care as having evolved
from involvement, participation and partnership, however she used the terms
interchangeably. Hutchfield (1999) believed family centred care was hierarchical
with involvement at the base, rising to participation, partnership and family centred
care at the apex indicating that nurses should be striving to achieve the apex. Smith,
Coleman and Bradshaw (2002) viewed family centred care as a continuum where
families can move readily between involvement, participation, and partnership as
they need and this continuum is under the umbrella of family centred care.
Regardless of whether the model is hierarchical or a continuum, there is general
agreement that ‘involvement’ indicates the nurse exercises control over what the
family can do (Nethercott, 1993; Hutchfield, 1999; Coyne, 1996; Smith et al, 2002).
Participation was viewed by some as a collaborative arrangement between families
and nurses where rapport was established (Hutchfield, 1999; Smith et al, 2002) but
nurses still retained the power. These authors believed partnership was different to
participation as partnership required equal power to be held between parents and
nurses. This is at odds with the definition given earlier by Brownlea where
participation and partnership appear to be the same with continuous communication
and negotiation occurring between parents and nurses to ascertain the care parents
wish to provide to their child.
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Arnstein’s ‘Ladder of Citizen Participation’ (1969) encompasses partnership as part
of participation. Arnstein’s ladder was designed to highlight the extent of citizen’s
power in determining plans or programmes in America where citizen’s participation
should have been expected as part of a democratic society. Although the concept was
not developed with health consumers in mind, it is useful in helping to define
participation. The ladder of participation moves from ‘non-participation’ through
‘degrees of tokenism’ to ‘degrees of citizen power’ reflecting the level of
participation. The bottom of the ladder, ‘non-participation’, does not enable people
to have genuine participation as the options provided - manipulation and therapy - do
not encourage participation. The next level on the ladder, ‘tokenism’, includes
informing, consultation and placation which allows people to have a voice which
may be heard, however the power holders continue to make the decisions. The upper
rungs of the ladder, ‘degrees of citizen power’, include partnership, delegated power
and citizen control. If a partnership exists, negotiation and trade-offs occur between
the partners therefore some decision making power is shared. The top rung of the
ladder is citizen control where the people have full control of decision making and
the power is handed over to them.
Smith et al (2002) agree with Arnstein in that the levels below partnership are nurse
led which means the nurse holds the power. Both refer to partnership as equal status
between members therefore shared power between nurse and parents/child. Parent
led care at the end of Smith et al’s continuum equates to Arnstein’s ‘citizen control’.
Arnstein’s ladder (1969) is hierarchical where real participation occurs only at the
upper rungs once partnership has been achieved, whereas Smith et al’s (2002) tool is
a continuum running horizontally implying that it is acceptable for families to be at
any position along the continuum. If partnership is required for true participation to
begin, then involvement and participation as defined by Smith et al should not be
regarded as part of family centred care.
Brownlea’s (1987) definition of participation (see page 11) appears to equate to
Arnstein’s definition of partnership. Families should be at least at the partnership
stage as it is at this point that negotiation occurs, and with negotiation, families can
contribute to as much care as they wish. Although there is a lack of agreed
definitions for parental involvement and participation, most authors describe
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partnership as a collaborative arrangement between parents and nurses where there is
equal power and negotiation takes place as both partners respect the knowledge of
the other (Casey 1988; Callery & Smith, 1991; Coyne, 1996; Curley & Wallace,
1992; Johnson, 1994; Keatinge & Gilmore, 1996; Smith, 1995; Smith et al., 2002).
The dissonance in the terminology does not appear to impact on family care as long
as staff in the clinical setting are clear on the definition. Despite the terms being used
interchangeably, there is consistency in the findings from studies that identified
factors that either facilitate or act as barriers to parents taking part in their child’s
care.

Parental Participation
Research demonstrates that parents want to participate in the care of their child when
hospitalised (Algren, 1985; Beck, 1973; Jackson, Bradham & Burwell, 1978; Kawik,
1996; Kristensson-Hallstrom & Elander, 1994; McDonald, 1969; Merrow &
Johnson, 1968; Neill, 1996b; Webb, Hull & Madeley, 1985). In the study by Webb et
al (1985) parents and nurses were given the same list of child care tasks which had
been developed, piloted and used by Merrow and Johnson (1968). Parents were
asked whether the tasks were ones they wished to perform for their child when
hospitalised. The findings from both studies were that parents wanted to continue to
provide the normal parenting tasks for their child such as bathing, feeding and
comforting. The frequencies decreased as the items moved into more complex
nursing tasks such as taking temperatures and counting respirations. Few parents
wished to perform dressings, monitor intravenous fluids or feed via nasogastric tube.
Algren (1985) used a similar list of child care tasks to that of Merrow and Johnson
and also found similar results however the sample was very small. Using the eleven
most frequent items of child care tasks nominated by parents in the Merrow and
Johnson study, Jackson et al (1978) distributed a questionnaire on admission and
again on day three of hospitalisation to see if actual involvement in their child’s care
changed parents’ views. Their finding was that it did not. In considering this finding
it should be noted that the 11 items were more related to the nurturing role rather
than the delivery of nursing care. Beck (1973) used a 26 item Likert scale to assess
parents’ attitudes toward participating in their child’s care and found a positive
attitude to parental care. Hill (1978), who interviewed parents using a list of 37 child
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care items, and Stull and Deatrick (1986) who asked parents to maintain a diary
recording what they did while in hospital as a means of confirming data gathered by
interview, also found that most parents wanted to care for their child when
hospitalised. It was noted by Stull and Deatrick, however, that parents were more
willing to participate in the more complex tasks if it was something that they would
have to do when the child returned home or if it meant that the child would be
discharged from hospital earlier.
As part of their studies, Merrow and Johnson (1968) and Webb et al. (1985) gave the
same list of child care tasks that they gave to parents, to nurses and other staff. The
results from both studies demonstrated that staff perceived that parents wished to
participate in parenting care but the researchers concluded staff perceived parents
were less inclined to participate in care traditionally regarded as nursing care. In
addition, Merrow and Johnson reported statistically significant differences between
mothers’ and nurses’ perceptions of parents’ participation in child care tasks. The
extent to which mothers wanted to participate in tasks that may have caused parents
distress such as restraining their child for a procedure and ‘nursing’ tasks such as
monitoring intravenous fluids was greater than nurses’ perceptions of parents
wanting to participate in those tasks. However, Webb et al. (1985) only reported
frequencies for each child care task. Parents wished to participate in tasks and,
although the frequencies decreased the more complex and ‘nursing’ the task became,
parents still had greater interest in performing the tasks than staff perceived they
would. Despite the seventeen years time difference, the different countries and thus
differing health care systems in which the studies were undertaken and the small
sample sizes (largest numbers were 80 parents and 54 nurses in the study by Webb et
al, 1985), the results were similar, highlighting that parents do want to participate in
their child’s care when hospitalised and nurses are not always aware of the extent to
which parents want to participate.
Other aspects of care that had not been considered and therefore not included in lists
of child care tasks were identified in qualitative studies. These included parents
being an advocate for their child (Hayes and Knox, 1984; Johnson, 1993) protector
of their child (Darbyshire, 1994; Perkins, 1993; Robinson, 1987;) and planning or
coordinating their child’s care (Hayes & Knox, 1984; Johnson, 1993; Perkins, 1993;
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Stull & Deatrick, 1986). Perkins (1993) identified three phases where parents moved
from ‘protector’ in which parents gathered information about their child and
participated in parenting tasks, to ‘survivor’ in which they became more assertive
and monitored their child’s care, to coordinator of care. Parents’ participation
progressed over time throughout the hospitalisation. Stull and Deatrick (1986) found
that parents also participated in parent oriented activities which they labelled
‘refuelling’ which included spending time with other parents, or spending time alone.
Johnson (1993) referred to this as the parent having a ‘visitor’ role, and Johnson
(1993) and Callery (1997a) both identified that parents could be patients or co-clients
where the parents actually required care as well as their child.
This information validated the belief that parents participated in more than just the
provision of tasks when their child was hospitalised. The use of qualitative study
methods provided rich descriptive data which also identified factors that affected
parents’ decisions to participate in the care of their child while hospitalised.
Factors Affecting Parents’ Decision to Participate
Factors found to affect parents’ decisions to participate in their child’s care included
parents’ belief that they were experts on their child (Coyne, 1995b; Hayes & Knox,
1984), parents wanting control over the situation (Burke, Kaufmann, Costello &
Dillon, 1991; Hayes and Knox, 1984; Knafl, Cavallari & Dixon, 1988; KristenssonHallstrom & Elander, 1997; Schepp, 1992), parents’ desire for consistency or
continuity in care (Burke et al, 1991; Coyne, 1995b; Darbyshire, 1994; Hayes &
Knox, 1984; Kawik, 1996; Neill, 1996b; Tomlinson et al, 1993), wishing to continue
their parenting role or to meet the emotional needs of the child (Coyne, 1995b;
Dearmun, 1992; Hayes & Knox, 1984; Kawik, 1996; Neill, 1996b) and lack of trust
in staff with the parents wanting to protect their child (Knafl et al, 1988; Robinson,
1987).
Critique of Studies
All of the above studies on parental participation, with the exception of those
reported by Algren (1985), Beck (1973), Jackson et al (1978), McDonald (1969),
Merrow and Johnson (1968), Schepp (1992), Tomlinson et al (1993) and Webb et al
(1985), used qualitative methodology ranging from grounded theory and
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phenomenology to descriptive studies. A limitation in many of the studies (Coyne,
1995b; Darbyshire, 1994; Hill, 1978; Jackson et al, 1978; Keatinge & Gilmore, 1996;
Knafl et al, 1988; Merrow & Johnson, 1968; Stull & Deatrick, 1986; Webb et al,
1985) was the risk of bias as families were still patients within the hospital setting
and may have been concerned that any negative comments made to the researchers
might affect their child’s care. Consequently they may have provided information
that they believed the interviewer wished to hear so as not to compromise the care
they were receiving. Darbyshire (1994), Knafl et al (1988) and Stull and Deatrick
(1986) used triangulation to reduce this risk of bias. Although the remaining authors
assured parents that their child’s care would not be affected by their participation in
the study, this risk of bias was not acknowledged within their publications.
In several of these qualitative studies (Burke et al, 1991; Callery, 1997a; Dearmun,
1992; Knafl et al, 1988) researchers included observations to obtain detailed
descriptions of the settings and to verify information provided in the interviews.
However, two limitations of these studies were the possible impact of the Hawthorne
and halo effects. In respect to the Hawthorne effect parents were aware they were
being observed and therefore may have participated in more of their child’s care than
they would have normally done to please the observer. In the case of the halo effect
the observer may have biased their data by giving more weight or prominence to
responses from parents the researcher considered more credible or insightful based
on their personal opinion of that parent, for example those they considered more
intelligent.
The reliability and validity of the tools used in the quantitative studies were not
always reported in the articles. Keatinge and Gilmore (1996) cited reliability and
validity of the State Trait Anxiety Inventory which they used, from previous studies
which were carried out in a different country to where their study was undertaken.
Tomlinson et al (1993) discussed face validity but there was no mention of internal
reliability or construct, content and criterion-related validity.
Triangulation was used by several researchers (Dearmun, 1992; Johnson, 1993;
Knafl et al, 1988; Stull & Deatrick, 1986) to increase accuracy, to establish
trustworthiness and improve the credibility of their findings. Others using qualitative
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methods checked reliability by coding independently, having their codes reviewed by
peers or experienced researchers (Knafl et al, 1988; Neill, 1996a; Perkins, 1993) or
validated their findings by reinterviewing participants or offering the transcripts to
parents for checking and feedback (Neill, 1996a; Perkins, 1993; Robinson, 1987).
These studies did not provide a comprehensive coverage of situations in which
children might be hospitalised. The majority of the children whose parents were
included were hospitalised with chronic conditions, were booked admissions or had
conditions that were non-life threatening. In most of the studies, mothers were the
main participants. Demographic data such as the age of the children, length of
hospital stay, family structure and families socio-economic status were not always
reported.
Summary of Studies on Parental Participation Discussed Previously
The studies discussed earlier indicated that most parents wanted to participate in
their child’s care when hospitalised, however the amount of care that they provided
varied between individuals. Parents wanted to participate due to their sense of moral
and social responsibility – they were the child’s parents. Several studies (Dearmun,
1992; Kawik, 1996; Kristensson-Hallstrom & Elander, 1994; Merrow & Johnson,
1968; Webb et al., 1985) showed a difference between parents’ and health
professionals’ perceptions of the degree of parental participation in their child’s care.
Other research that could help explain this difference included those that examined
nurses’ attitudes to parental participation in care.
Nurses’ Attitudes to Parental Participation
Nurses’ attitudes to parental participation in care have been studied to ascertain
factors which enhance parental participation and those that may act as barriers. Seidl
and Pillitteri (1969) developed the Parent Participation Attitude Scale (PPAS) which
was designed to identify nurses’ attitudes to parents participating in their child’s
care. It was a 24 item, self administered, summated rating scale which used a five
point Likert scale. The total rating for each subject constituted the attitude score for
the individual where the higher the score the more favourable the attitude to parental
participation in care. The PPAS asked questions relating to parental presence and
parental provision of direct care to their child when hospitalised. Items included
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normal ‘parenting’ care such as bathing, feeding and comforting their child, and the
provision of routine ‘nursing’ care such as administering medications, taking and
recording pulse and temperature. There were however, no questions relating to
provision of information and parents’ inclusion in decision making. Seidl and
Pillitteri (1969) reported a split-half reliability coefficient with Spearman-Brown
correction of +.037 for the instrument. When administered with a professional data
questionnaire, Siedl (1969) demonstrated factors which enhanced a more positive
attitude to parental participation in care. These factors included nurses who held a
baccalaureate degree, nurses with children and those with a higher social position in
the hospital. In areas where the head nurse had a positive attitude to parental
participation, the nurses also had a more positive attitude. Family centred care and
parental participation in care were part of the baccalaureate nursing program which
was thought to contribute to the more favourable attitude in those nurses.
Gill (1987a, 1987b) cited results from earlier studies where PPAS was used to survey
273 nurses in four hospitals. She reported reliability measured by Cronbach’s alpha
as .75 and factor analysis confirmed the scale’s construct validity. Gill (1987a)
reported that nurses’ attitudes ranged from neutral to very positive and results
reaffirmed the positive influence of position, nursing education and parental status
on attitudes to parental participation in care. These findings were consistent with
results from her earlier study (Gill, 1987b) when 498 nurses from 28 hospitals were
surveyed. There was some variation in total attitude scores between hospitals.
Differences in location, educational affiliations and the philosophy of the institutions
were suggested as reasons for the differences. Gill (1993) repeated the study with
1022 health professionals, and again the results were consistent.
Johnson and Lindschau (1996) also used PPAS to survey 62 staff on four paediatric
wards in a women’s and children’s hospital in South Australia. Minor language
changes were made to the questionnaire to reflect the Australian context. While the
authors suggested that the changes did not alter the structure of any questions,
neither validity or reliability of the modified questionnaire were reported. Personal
and professional data were also collected in the questionnaire which was sent to all
staff working on the selected wards. Respondents included nurses, social workers,
medical officers, physiotherapists, play leaders and ward clerks. Gill (1987a) had
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established categories based on the range of scores as most rejecting, 24 - 36;
rejecting, 37 - 60; neutral, 61 – 84, accepting, 85 – 108 and most accepting 109 – 120
which Johnson and Lindschau (1996) used in their study. Registered Nurses had the
highest mean score to parents participating in their child’s care (M = 74.8; SD = 8.7)
and Enrolled Nurses had the lowest mean (M = 63.7). However, both these groups
were in the ‘neutral’ attitude category. Some individual respondents, including
nurses, scored between 37 - 60 which is categorised as in the ‘rejecting’ attitude
range. Unlike earlier studies, no statistically significant differences were found
between educational status and the mean attitude score and no relation found
between years working with children and attitude scores. Married participants had a
higher mean score (M = 73.3; SD = 8.3) than those who had never married (M =
69.7; SD = 7.1) and those who were parents scored higher (M = 73.4; SD = 8.4) than
those who were not parents (M = 70.5; SD = 7.8) which is consistent with earlier
studies, however the differences were not statistically significant. All these mean
scores were in the ‘neutral’ attitude category. Interestingly, 20.7% of respondents
disagreed with the statement that ‘family members should have open visiting’; 27.6%
thought that parents should not administer medications that they normally
administered at home to their child and 37.9% did not think that parents of low
socioeconomic status should be encouraged to stay with their child while in hospital
through the provision of financial assistance. The small number of respondents may
account for the lack of statistically significant findings and possible bias.
Another Australian study (Maxton, 1997) examined the attitudes of staff to parental
presence and participation in care. The staff included nurses, doctors and other allied
health professionals from a paediatric intensive care unit within an adult hospital and
staff who worked in a paediatric intensive care unit within a tertiary paediatric
hospital. Maxton reported that nurses who had worked in a paediatric intensive care
unit for more than five years were significantly less likely than less experienced
nurses to allow parents to be present at all times (p<.05) which differs from earlier
findings (Gill, 1987a; 1987b; 1993; Seidl, 1969). The staff from a paediatric
intensive care unit within an adult hospital were significantly less likely to want
parents to be present all the time (p<.05) than staff from a paediatric intensive care
unit in a tertiary paediatric hospital. A possible reason for these findings was that
many of the staff did not have paediatric qualifications, especially those working
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within the adult hospital, and therefore may not have been familiar with the concept
of family centred care. Maxton (1997) concluded that the results were disappointing
as there is no reason for parents not to participate in their child’s care, despite being
in an intensive care unit, especially as parents’ most fundamental need is to be with
their child. As with the study by Johnson and Lindschau (1996) the sample was
small.
These studies looking at parental participation in their child’s care have generated
generally consistent findings since Siedl and Pillitteri developed the PPAS in 1969. It
is suggested that education appears to play a part and those staff who have
formalised education on the importance of parental participation and family centred
care develop a more accepting attitude to parental participation than those who do
not (Gill, 1987a; 1987b; 1993; Maxton, 1997; Siedl, 1969).
Ward culture may play a part in parental participation in care. Siedl (1969) found
that where the more senior staff had a positive attitude to parental participation the
more positive the attitude of the junior staff. These findings were replicated nearly
thirty years later by Gill (1997a). It is difficult as a junior staff member to implement
practices based on education and knowledge without support of senior staff.
However, anecdotal evidence suggests that even when the collective staff attitude is
accepting of parental participation it does not occur all the time. Qualitative studies
have indicated possible reasons for this.
The Influence of Negotiation and Power
Many of the findings of qualitative research studies have concluded that a lack of
negotiation between nurses and parents was partly responsible for the lack of
parental participation (Coyne, 1995b; Darbyshire, 1994; Hayes & Knox, 1984;
Johnson, 1994; Robinson, 1985; Roden, 1998; Rowe, 1996). Savage and Callery
(2000) reported a further eight studies that found little negotiation took place
between parents and nurses regarding their respective roles in caring for the
hospitalised child. They cited studies where parents wanted to participate in their
child’s care and the nurses expected them not to and, conversely, studies where
nurses expected parents to participate when the parents did not wish to (Dearmun,
1992; Kawik, 1996; Neill, 1996b). Negotiation would determine the extent to which

21

parents wished to be involved in their child’s care and thus resolve this problem.
Four factors that influence the negotiation process are the nurses’ position of
authority and power, the language used, the interpersonal style and the way in which
information is presented (Davis, Day & Bidmead, 2002; Roberts & Krouse, 1988).
These factors can all favour the nurse and make it very difficult for the parent in the
negotiating process.
The power imbalance between parents and nurses where nurses were perceived to
hold the power was a factor identified as influencing parental participation
(Darbyshire, 1994; Knafl et al., 1988; Maxton, 1996; Smith, 1995; Whelan &
Kirkby, 1997). An issue central to negotiation relates to power and control between
the nurse and the parents.
Callery and Smith (1991) suggested that the context in which negotiation occurs
needs to be considered. In the hospital ward the nurse is perceived to hold power
over the parent as the nurse is familiar with the setting. The parent is a visitor to the
unfamiliar environment and lacks privacy and control. The nurse has the information
and can control how much the parent receives (Mishel, 1983). Added to this is the
stress that parents are experiencing due to the changes to their usual parenting role as
a result of the child’s illness and hospital admission (Hayes & Knox, 1984). In
contrast, nurses feel competent in their familiar role (Ferraro & Longo, 1985) and are
in a position to control the relationship. If the nurse does not wish to negotiate, the
parent is not in a very strong position to take the initiative (Robinson, 1985).
Smith (1995) proposed that when the parents are viewed as carers for their child the
power balance should be equal. By acknowledging parents as carers there is
recognition that the parent has some knowledge of their child. Acknowledging that
parents are experts on their child (Coyne 1995b; Roden, 1998) and that parents know
their child best as they are the constant in the child’s life (Johnson, 1994) indicates
that parents have some power and have something to offer to their child’s care.
Accepting that this parental knowledge is of value enables negotiation to commence.
If nurses believe that the parents’ knowledge of their child is of equal value to that of
their own, the negotiation may lead to partnership.
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Callery and Smith (1991) looked at role negotiation between nurses and parents
using critical incident technique. Although their results could only be interpreted at
best as suggestive due to lack of inter-rater reliability at the sub-category stage, the
suggestion was that the more senior the nurse, the greater the frequency of
negotiation. This implied an increasing respect for parents’ decision-making abilities.
The lack of negotiation by the more junior staff may have been related to their lack
of power within the ward management structure. Callery and Smith suggested that if
primary nursing was used, the junior staff would be empowered as they would be
responsible for the care of the families and perhaps negotiation would then occur.
Barriers to Parental Participation
Lack of Information
In addition to nurses’ attitudes and a lack of negotiation due to unequal power, other
barriers to parental participation and formation of a partnership between parents and
nurses have been identified. Although a lack of information provided to parents was
the reason given by some parents for their participation in their child’s care (Burke et
al, 1991; Caty, Ritchie & Ellerton, 1989) it was also the reason given by parents as to
why they did not participate in their child’s care (Coyne, 1995b; Darbyshire, 1994;
Neill, 1996b; Roden, 1998). This lack of sharing of information can also be the
source of power and control by nurses. Failure to provide information ranged from
parents not being oriented to the ward adequately and not knowing where things
were therefore making it difficult to care for their child (Coyne 1995b; Darbyshire,
1994), through to details regarding their child’s illness and care (Coyne 1995b;
Darbyshire, 1994; Johnson, 1994; Neill, 1996b; Roden, 1998). Reasons why nurses
did not share adequate information with parents were identified by Bruce and Ritchie
(1997). The nurses perceived a lack of support from other health professionals and a
lack of accountability for this aspect of their practice. Although the organisation
espoused a philosophy of family centred care, nurses did not feel empowered to
share information with families, such as allowing parents to read their child’s case
notes. Nurses perceived a lack of clarity in the roles of health professionals and were
unsure of who should provide some of the information to families particularly
information relating to the child’s illness. Therefore, this knowledge was not shared
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with parents as often or as fully as required despite knowing that such
communication enhanced family centred care.
Inconsistent Information
Paucity of information was often accompanied by inconsistency thereby confusing
parents. An example of inconsistent information is when nurses on different shifts
cite ward policies and procedures as allowing parents to provide aspects of care and
then as not allowing the same care. These inconsistencies resulted in frustration for
parents (Algren, 1985; Darbyshire, 1994) and difficulty in forming a trusting
relationship with nurses (Johnson, 1994).
Ineffective Communication
Along with lack of and inconsistent information, poor communication (Roden, 1998)
was identified as contributing to lack of negotiation and identification of parents’
roles (Bruce & Ritchie, 1997; Calabretto & Johnson, 1994; Coyne, 1995b; Johnson,
1994; Whelan & Kirkby, 1997). The poor communication ranged from being ‘spoken
down to’, being insensitive or rude (Roden, 1998; Whelan & Kirkby, 1997) to being
unapproachable (Neill, 1996b) thus disempowering parents. This poor
communication contributed to lack of identification of roles for both parents and
nurses.
Inadequate Facilities
Inadequate facilities were identified as reasons why parents did not stay in hospital
with their child and therefore did not participate in care as much as they would have
liked. The lack of facilities made parents feel unwelcome or uncomfortable (Coyne,
1995b; Roden, 1998). The issue of facilities featured prominently in Roden’s study
(1998) which was undertaken in a children’s ward within an adult hospital. The
facilities that parents wanted improved were the sleeping facilities or accommodation
including washing facilities, meals and suitable play areas for siblings and children.
Perhaps the hospital’s philosophy of care was not focussed on families as it was
primarily an adult hospital. The hospital canteen was not located close to the
children’s ward and there were no facilities to have meals brought to the ward for
parents. In situations such as this, parents were reluctant to leave their child and as a
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result of having remained with their child, had not eaten all day which increased
parents’ stress (Coyne, 1995b; Neill, 1996b).
Privacy for families was also identified as inadequate (Darbyshire, 1994; Roden,
1998; Taylor, 1996). Taylor (1996, p. 25) referred to parents stating ‘they feel like
being in a goldfish bowl’ and that they were unable to show emotions such as crying
in private and away from their child. Darbyshire (1994) coined the term ‘parenting in
public’ as all the parenting is observed by health professionals and parents feel their
parenting abilities are being judged therefore reducing their control and participation
in care.
Addressing Barriers
Most studies identified barriers to family centred care however several factors were
elicited that enhanced parental participation and partnership. Recommendations to
reduce the inconsistency in information included identification of parents’ roles
(Johnson, 1994) and expectations (Evans, 1994; Knafl et al., 1988; Roden, 1998),
documenting information on plans of care (Algren, 1985; Darbyshire, 1994; Johnson,
1994) and primary nursing (Callery & Smith, 1991; Smith, 1995).
Johnson (1994) noted that nurses gathered a lot of information from parents to assist
in their care. However, she emphasised the importance of including the definition of
roles within the information gathering process to decrease the inconsistency in
decisions about the aspects of care in which parents were allowed to participate.
Ensuring that parents’ roles or expectations are assessed and the level of
participation that parents wish to provide is determined is essential as each family
has different needs (Calabretto & Johnson, 1994; Evans, 1994; Farrell, 1992; Knafl
et al., 1988; Roden, 1998). Knafl et al., (1988), Evans (1994) and Roden (1998)
noted that this assessment of parental roles and expectations must be done frequently
as these needs differ from day to day. However, to gain this information, there has to
be effective communication between parents and nurses (Johnson, 1994).
Johnson (1996) provided steps which may assist nurses to reach a partnership with
parents to assist in the identification of parental roles and expectations. Both partners
in the relationship need to:
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•

recognise each other’s core business

•

respect each other’s need to attend to this core business

•

have a shared understanding of the issues or problems

•

define each other’s roles and responsibilities that each will play and agree on
these

•

renegotiate roles as necessary

•

recognise each partner’s need for satisfaction within their roles.

Johnson (1996) recommended that these steps be implemented by nurses to attain a
partnership level of participation thus enabling family centred care to commence.
These elements were the foundation of a model of shared care which was introduced
into an Australian paediatric ward within a general hospital by Keatinge and Gilmore
(1996). Use of the shared care model of partnership based on the steps above, did
reduce parents’ anxiety and increased parental participation in their provision of
routine parenting tasks. Results need to be interpreted with caution as the sample was
small and the reliability and validity of the instrument was based on an earlier study
in another country.
Johnson (1994) also noted that despite all the information gathered from parents,
parents were not included in the actual plan of care for the child. Algren (1985) and
Johnson (1994) suggested that if the care that parents wanted to provide was
documented and then read by staff, the inconsistency in decisions about aspects of
care in which parents participated would decrease.
Another strategy to reduce the inconsistency would be to have the same staff caring
for the family as often as possible (Darbyshire, 1994; Johnson, 1994; Smith, 1995).
Primary nursing was identified by Smith (1995) and Callery and Smith (1991) as a
strategy to maintain consistency in information and care for parents. However,
primary nursing is rarely practical in Australia today with growing numbers of part
time staff and the worldwide nursing shortage leading to increasing numbers of
casual staff on wards.
Nurses believe that if they improve their skills in interpersonal relationships and
counselling they would be better able to negotiate care and share information with
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families (Bruce & Ritchie, 1997). This would enhance the provision of care that is
family centred.
Both formal and informal networks assist parents. Support from other parents within
the hospital is important to parents participating in their child’s care. Darbyshire
(1994), Casey and Mobbs (1988), Coyne (1995b) and Neill (1996b) acknowledged
this source of support, with Darbyshire (1994) suggesting it was necessary because
of the lack of information forthcoming from nurses. Formal networks were also
identified as beneficial to families’ participation in care (Smith, 1995). These groups
provide information, peer support and practical advice which can reduce the parents’
stress particularly when the child has a chronic condition which will require ongoing
support and care.
One factor which is external to the health care system that assists parents to
participate in their child’s care is a supportive network of family and friends
(Callery, 1997c; Coyne, 1995b; Roden, 1998). Having the support of family and
friends enables parents to reside in the hospital with their sick child secure in the
knowledge that their other roles are being taken care of.
Benefits of Parental Participation
Although family centred care is espoused to be the philosophy of care for
hospitalised children there is little recent evidence to demonstrate that it does
empower and enable parents. In a systematic review of the literature relating to
parental participation in their child’s hospitalisation aimed at identifying evidence of
the benefits for parents, children and other family members, Savage and Callery
(2000) found 28 research articles, published over a 14 year period (1984-1998),
which met their inclusion criteria. Many of these have been cited earlier in this
literature review. Both qualitative and quantitative studies were included in the
review, with the authors providing a sound argument for adopting a comprehensive
coverage of methodologies as their source of evidence, in contrast to a very narrow
definition of evidence which only draws data from randomised control trials.
The results of the review were discussed under two major headings: effects of
parental participation in care on hospitalised children (six studies) and the effects of
parental participation on parents (24 studies). In respect to the effects on parents, the
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reviewers grouped the findings into four themes: roles and responsibilities, control
and decision-making, knowledge and competence, and emotional status. One factor
identified as possibly contributing to negative parental experiences was the lack of
planning around implementing participation of parents in care. Evidence from a
small number of papers suggested that a planned and shared approach would lead to
positive experiences, with the proviso that in implementing such an approach it be
individualised. However there were more negative outcomes from parental
participation reported than benefits which can be attributed to publication bias as
suggested by Savage and Callery (2000).
Very few studies were designed to answer the question ‘what are the benefits to
families of parental participation’. They were mostly focussed on whether parental
participation was occurring and what enhanced or prohibited its occurrence. The
studies that specifically introduced a negotiated care/shared care model and looked
for the benefits of such practice did demonstrate benefits for parents such as:
decreased anxiety; increased time with nurses planning the child’s care; greater
control over the situation and a choice in their level of involvement (Cleary, 1992;
Lau, 1993; Keatinge & Gilmore, 1996). Increased knowledge and competence to
care for the child at home was also a benefit for some parents (Keatinge & Gilmore,
1996). A study by Ayer (1978) which was outside the parameters of the review,
showed that increased participation provided opportunity for increased parent
education therefore fewer misunderstandings post discharge.
Only six of the studies reviewed by Savage and Callery (2000) demonstrated benefits
to the child of parental participation in care. Five of these reported psychological
benefits such as increased sense of security, increased social attentiveness and the
child spent less time crying alone. One study (Caty et al, 1989) reported mothers’
perceptions of their child’s stress during hospitalisation and how they and their child
responded and only two studies gathered information from the children themselves
through interviews. One study measured physiological parameters of weight and skin
condition to ascertain any difference between parents and nurses caring for the
hospitalised children. No significant differences either clinically or statistically, were
demonstrated between groups.
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However, much earlier studies, which precede the time limitation of the review by
Savage and Callery (2000), show benefits to children of parental presence and
participation in care as decreased emotional stress, decreased incidence of cross
infection, decreased post operative complications, increased sense of security and
more accurate record keeping (Ayer, 1978; Mahaffy, 1965; Robertson, 1958). The
undertaking of these early studies may possibly be attributed to the influence of the
publications by Bowlby (1951) and Robertson (1958) on maternal deprivation and
separation anxiety. As Bowlby and Robertson’s work became accepted researchers
would have to focus on how parental participation could be improved to enhance
these benefits.
There is some evidence to show the benefits to parents and children of parental
presence and participation in care. Also, many aspects have been identified as
barriers to parental participation and partnership between parents and nurses
including poor communication and a lack of negotiation between parents and nurses.
Several models have been developed to promote family centred care. Of these
models, two are based on negotiation between parents and nurses and another based
on effective communication.

Models to Enhance Care
Although both the Nottingham Model (Smith, 1995) and Casey's Partnership Model
(1988) are based on negotiation and respect for the family's wishes, the two models
differ in their definition of ‘client’. The Nottingham Model identifies the family as
the client. Care advocated in this model acknowledges the child’s constant
interaction with the family unit. According to Smith, (1995, p. 33) “the child is
influenced by factors affecting the family unit and it is recognised that the child can
only function to his/her full potential within a stable family relationship, therefore
the whole family is seen as (the) client”. In contrast, Casey (1993) sees the child as
the client. The paediatric nurse is only concerned with the family as carers of the
child. Information about the family's structure, dynamics and resources is only
relevant in assessing the family's ability to care for their child.
In Casey’s ‘Partnership Model for Children’s Nursing’ (Figure 2.1) parents continue
to provide all the ‘family care’ required to meet the child’s needs and the nurse
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provides the ‘extra’ care the child requires, usually classified as nursing care. The
family care may be given by the nurse if the parents are unable to provide it and the
family may provide the nursing care if they wish to and are given the appropriate
education, guidance, support and opportunity. The goal is to meet the needs of the
sick child so he/she develops to his/her maximum potential. This is successful when
the nurse and the family form a partnership and negotiate the level of care that the
parents wish to provide (Casey & Mobbs, 1988).

Family Care
(may be given by the
nurse if family are absent
or unable).
The Child may
need help to meet
his (sic) needs in
order to function,
grow and develop.

Parents carry out
family care to help
the child meet his
(sic) needs.

Partnership

Nursing Care
(may be given by the child
or parents with support
and teaching).

The Nurse gives
extra care related to
health needs.

Fig. 2.1. Casey’s Partnership Model of Paediatric Nursing (modified)

Casey’s partnership model has been implemented successfully and the benefits
identified by research included families experiencing greater feelings of confidence
and competence and less stress in caring for their children. Families’ dependence on
professional caregivers decreased, professionals experienced greater job satisfaction
and both parents and providers were empowered to develop new skills and expertise
when this model of care was followed (Curley & Wallace, 1992; Johnson, Jeppson &
Redburn, 1992).
To enable this model of care to be successful, a partnership needs to be formed
between the nurse and the parents. This partnership equates with parents’
participation in decision making and care as desired rather than an equal distribution
of tasks which may incorporate technical nursing skills that will not be required at
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home. When the parents wish to participate, it is the nurse’s responsibility to ensure
that they continue to cope with the extra demands placed on their usual roles of
parent and spouse while caring for their hospitalised child. The nurse is also
responsible for ensuring that parents who are not participating in the care of their
child have been informed and invited to participate and that parents have the
necessary support for this approach (Casey, 1993; Farrell, 1992).
The Nursing Mutual Participation Model of Care (Curley & Wallace, 1992) was
developed for use in paediatric intensive care units and adapted from earlier models
which were used with chronically ill adults and with adults in outpatient settings. It
is based on the premise that a ‘nurse knows what might be helpful to a population of
parents experiencing a similar situation but does not profess to know what is best for
an individual parent’ (Curley & Wallace, 1992, p. 379). It is designed to reduce
parents’ stress and relies on a partnership between parents and nurses and sharing of
expertise (the parent’s knowledge of the child and the nurse’s knowledge of the
illness). For this model to be successful, equal power and a “mutuality” are required
which are aspects identified as missing in paediatric care settings (Darbyshire, 1994;
Callery & Smith, 1991; Coyne, 1995b). A positive aspect of the Nursing Mutual
Participation Model of Care is that it provides a well defined process of
communication. This addresses the issue of poor communication identified earlier as
a barrier to successful family centred care (Coyne 1995b; Darbyshire 1994; Johnson,
1994; Neill, 1996b; Roden, 1998). Implementation of this model in a paediatric
intensive care unit requires at least daily communication with parents and has been
shown to reduce parents’ stress levels (Curley, 1988; Curley & Wallace, 1992).
Parents however, also suffer stress when their child is admitted to wards other than
intensive care units. Having identified poor communication, lack of mutuality
(Darbyshire, 1994) and inequality of power as barriers to family centred care, the
Nursing Mutual Participation Model of Care could be of benefit in the paediatric
hospital ward setting.

Operational Definition of Family Centred Care
Recognition of the rights of children to be included in care and decision making on
care that directly effects them is acknowledged as an integral part of family centred
care. When children are unable to make these decisions or need assistance, parents
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have the right to participate in the decision making and the caring process. Most
hospitalised children in rural Western Australia are three years of age or less
therefore parents play a major role in the decision making for or with their child. For
the purposes of this study the term ‘family centred care’ refers to the partnership
between the parents and the nurse which enables the family to be included in all
decision making relating to the care of the child. Inclusion in the decision making
enables the parents to undertake as much of the child’s care as they desire.
Achievement of the partnership level of participation requires effective
communication skills to negotiate with the family on a regular, at least daily, basis
while the child is in hospital. This negotiation can only be successful when nurses
and parents each respect the other’s knowledge and appreciate the other has
something to offer in the relationship which will benefit the child. This negotiation
encompasses identifying parents’ roles and expectations by following the steps
identified by Johnson (1996).
To enable family centred care to be implemented successfully, health care systems
need to be designed with families in mind. The provision of facilities such as beds
and quiet areas for parents to sleep, areas so families can have privacy, an
environment in which children can fulfil their developmental potential and which is
also suitable for siblings, will enhance family centred care. The hospital’s
management must support the ethos of family centred care by having policies and
programs in place to allow family centred care to occur and support staff in their
implementation and promotion of the policies and programs.

Rationale for the Study
Although there are many studies investigating various aspects of family centred care
such as parental participation in their child’s care and partnership in care using
quantitative and qualitative methods, few studies have been undertaken in Australia.
Of those, five studies have been undertaken in paediatric settings within adult
hospitals (AWCH, 1992; Keatinge & Gilmore, 1996; Maxton, 1997; Roden, 1998;
Rowe, 1996). No study reported findings from Western Australia. Only the survey
by AWCH (1992) covered rural Australia. However, results were collated
cumulatively and not reported by state, population density or level of hospital. Most
of the studies from North America and United Kingdom were undertaken in tertiary
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paediatric hospitals. Paediatric care is often a component of rural general hospitals
which have different organisational and environmental contexts to major
metropolitan tertiary paediatric centres.
It is estimated that 12,000 children under the age of ten years (HDWA, 2001b) are
hospitalised in rural Western Australia each year. As the importance of family
centred care is recognised in decreasing the adverse emotional and psychological
impact on hospitalised children it is important to ascertain whether family centred
care is indeed being practised in rural hospitals of Western Australia.

Summary
Although family centred care has been the stated philosophy of care for hospitalised
children since the Platt report in 1959, the literature supports the view that family
centred care is still not being achieved consistently within the health care system
(Darbyshire, 1994; Johnson, 1996; Maxton, 1997; Roden, 1998).
Family centred care is the recognition that caring for a hospitalised child includes
caring for the child within the context of the family by respecting the parents'
knowledge about their child and their right to be involved in decision making and the
caring process, thereby enabling and empowering the family to retain control over
this aspect of their lives (Smith, 1995). Family centred care is based on partnership
which requires negotiation. This negotiation can only occur with effective
communication between parents and nurses and a supportive health care system
which has policies and programs that foster family centred care.
No studies were identified that relate to the concept of family centred care in rural
settings. The purpose of this study is to identify whether family centred care is
occurring in paediatric settings in rural Western Australia and will explore parents'
and nurses' perceptions of the concept.
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Chapter Three
Methodology

This descriptive study was designed to determine the extent to which family centred
care was implemented, and to explore and compare perceptions of family centred
care between parents and nurses in rural hospitals in Western Australia.

Research Design
A non-experimental design was selected to identify and describe those aspects of
family centred care being used and to ascertain the frequency of those characteristics
(LoBiondo-Wood & Haber, 1990). Data were collected from parents who had a child
hospitalised in a rural hospital in the preceding six month period, and from nurses
who provided direct care to children in that same period. Both parents and nurses
were surveyed so a comparison of perceptions of family centred care could be made.

Sample
Only health services south of the 26th parallel south were included in the study
population. The intent was for the researcher to visit each hospital included in the
study to maximise the return of questionnaires. The cost of travelling to hospitals
north of the 26th parallel was considered too great. A further consideration was that
the area north of the 26th parallel is sparsely populated and the majority of children
who are hospitalised in this area are Aboriginal and from remote communities. Selfadministered questionnaires are not an optimal method of data collection for this
population due to cultural and educational differences. Consequently, the target
population comprised all families who had a child hospitalised in rural Western
Australia, south of the 26th parallel.
Rural hospitals were defined as all those public hospitals greater than 90 kilometres
distance from Perth. This distance was selected to exclude metropolitan hospitals
which are situated in the urban fringe. Private hospitals were not included as it was
anticipated that gaining approval to access parents would be difficult. There were
only two private hospitals within the target population.
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Initially cluster sampling of hospitals was proposed within a randomly selected rural
health service to maximise the representation of the rural population within the
confines of cost (Burns & Grove, 1987). The researcher had planned to travel to the
selected area to identify and speak with eligible participants and to distribute
questionnaires. To sample the target population, the hospitals in which the children
had been admitted had to be identified and a convenience sample of parents selected.
The sample also included all nurses who cared for children and worked in the
hospitals selected.
Hospital Selection
Thirteen rural health services, as defined by the Health Department of Western
Australia (HDWA) in 1997, were eligible for selection (ie. below the 26th parallel).
The first stage of the cluster sampling was to randomly select one of these health
services. The second stage was to categorise the rural hospitals within the selected
health service according to the number of paediatric patients admitted in a year
according to the Hospital Morbidity Data System of the Health Department of
Western Australia and then randomly select the hospitals from the stratified
categories. As the researcher was unable to obtain accurate paediatric patient
numbers from the Health Department of Western Australia to use for stratification of
the hospitals, a letter (Appendix A) was sent to every Director of Nursing/Health
Service Manager in the rural area requesting the number of children admitted in the
preceding six months. This letter also asked whether they would agree to their
hospital staff participating in the study if they were randomly selected. The invitation
was not sent to the hospital where the nurses who participated in the focus group,
which contributed to the questionnaire development, were employed. They were not
included in the final study as all the nurses who cared for children in the hospital
participated in the focus group therefore possibly biasing their responses on the
questionnaire.
Fifty six rural hospitals met the inclusion criteria. Directors of Nursing/Health
Service Managers of 22 hospitals indicated their inability to participate in the study.
Reasons for not participating included that few children had been admitted to the
hospital, the majority of children admitted were of Aboriginal descent and a low
return rate was anticipated, refusal on ethical grounds, hospital patients were already
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participating in a Health Department survey, and the hospital was undergoing
management changes therefore staff were unable to trace children’s case notes. No
response was received from Directors of Nursing/Health Service Managers for seven
hospitals despite two follow up letters and communication via email. It was therefore
decided to include all the rural hospitals that had replied and agreed to participate in
the study sample. As the rural hospitals that were included in the sample now
covered all of Western Australia below the 26th parallel, it was no longer feasible for
the researcher to visit each hospital. Clerical staff at the participating hospitals were
offered payment for their time, therefore hospitals that had less than six children
admitted within the previous six months were excluded from the study as the cost of
searching the patient records and finding the addresses of so few parents outweighed
the anticipated small return. This excluded a further twelve hospitals. The final
number of hospitals participating in this study was 15. These hospitals ranged in size
from eight to 178 beds and were located from the mid west to the far south of
Western Australia.
Parent Selection
To maintain confidentiality, clerical staff at the participating hospitals identified the
parents who met the selection criteria. Parents who had a child under ten years of
age, admitted to any of the participating hospitals within the preceding six months
were eligible for inclusion in the study. Parents did not receive the questionnaire
until their child had been discharged from hospital to address the concern that
hospitalised families may not answer accurately in fear of staff retaliation if their
comments were negative. In each family, only one parent was required to complete
the questionnaire. Parents of hospitalised children older than ten years of age were
not included in the sample as children of this age may have been deemed competent
and involved in decision making related to their care at the exclusion of their parents
(Alderson, 1993; HDWA, 2002; Rushforth, 1996).
Nurse Selection
All nurses, enrolled and registered, who provided direct care to children and were
employed in the participating hospitals were invited to complete a questionnaire. In
larger hospitals, only those nurses who regularly worked on the paediatric ward or
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cared for children admitted to the hospital were included as the questionnaire
concerned inpatient care.

Instrument Development
Focus Groups
Two focus groups were held in a regional centre to ascertain whether the concepts of
family centred care found in the literature were representative of parents’ and nurses’
views in rural Western Australia. No research into family centred care in small, nonpaediatric, rural hospitals had been published, and there was no literature pertaining
to family centred care in Western Australia. The rural town was chosen as it met the
inclusion criteria of the target population, that of being outside the metropolitan area
and below the 26th parallel. The town was over four hundred kilometres from the
metropolitan area.
One focus group was with parents who had recently had a child admitted to either of
the local hospitals. The parents were recruited through child health clinics in the
town. The meeting lasted one and a half hour and had three participants, all mothers.
No fathers attended the discussion although they were invited. Two participants who
had agreed to take part were unable to attend the focus group due to other
commitments at the last moment. The researcher telephoned both mothers and
discussed the mothers’ perceptions of their child’s hospitalisation and their
participation in their child’s care.
Permission was sought from the Director of Nursing of one of the hospitals in the
same town to run a focus group with nurses involved in providing direct care to
children at the hospital. Eight nurses participated in the focus group, all of whom
spent the majority of their clinical work time caring for children as the hospital had a
dedicated children’s ward. The focus group included both registered and enrolled
nurses. None of the nurses in the focus group had undertaken formal paediatric
education or worked in a tertiary paediatric centre. This focus group lasted two
hours.
Both focus groups were audiotaped. Due to the risk of being unable to capture data
on the audiotape from excessive outside noise or when two people talked at once, a
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research assistant took notes throughout the focus groups. The audiotapes were
transcribed immediately on return to Perth and common themes were identified. The
common themes from both focus groups matched those identified in the literature.
However, one additional theme was generated by the mothers’ focus group that had
not been identified in the literature search. This related to fathers not feeling included
in their child’s care when they were unable to be with their child throughout the
hospitalisation. An item was subsequently included in the questionnaires to obtain
perceptions about this aspect of family centred care.

Questionnaires
Two questionnaires, one for parents and the other for nurses, were developed by the
researcher following a review of the literature and the conduct of the focus group
interviews. Part A of the questionnaires sought sociodemographic details of parents
and nurses. (Table 3.1). All sociodemographic variables included have been
identified in the literature as having significant influence in the respondents’
perceptions of family centred care.
Table 3.1
Sociodemographic Variables
Parents

Nurses

Relationship to the child

Educational level

Composition of ‘the family’

Number of years worked as a nurse

Previous experience with hospitals

Number of years nursed children

Previous employment/position in hospital

Current main area of nursing practice

Type of admission: booked/emergency

Gender

Length of child’s hospital stay

Age

Age of hospitalised child

Parental status

Reason for hospital admission

Hospitalisation of a child

Proximity to hospital where admitted
Level of social support provided while child in
hospital

As the common themes identified in the focus groups largely matched the literature it
was assumed that the eight elements of family centred care as identified by Shelton
et al. (1987) addressed the requirements which families in Western Australia had to
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enhance family centred care. Therefore, the Family Centered Care Questionnaire
(FCCQ) (Bruce & Ritchie, 1997) which measured the elements of family centred
care with eight subscales was used for this study. The authors cited reliability
measured by Cronbach’s alpha ranging from .5 to .8 for the subscales with .9 for the
over all scale. Test-retest reliability was reported to range from .6 to .8 for the
subscales. Although the researchers reported that content validity was established by
a panel of experts some items in the FCCQ appeared ambiguous. Permission was
granted by the authors to amend the tool. Changes were made to the wording of some
items to suit the Australian context. Where it was perceived that items in the FCCQ
covered two concepts, these items were made into two questions. One further item
was added to address the perceptions of partners’ involvement in care as this was
identified in the focus group with parents as an area of concern. Several items were
worded negatively to strengthen the reliability of the tool.
Parents’ Participation Questionnaire (Appendix B)
This questionnaire had three sections. The first section requested demographic
information including the respondents’ definition of ‘family’ and previous
experience with hospitals (refer to Table 3.1). The second section directed parents to
indicate their level of agreement or disagreement for 62 items by circling a number
on a five point Likert scale. For those items that may not have been applicable to all
respondents, ‘NA’ (not applicable) was included as a response option. The third
section of the questionnaire consisted of four open ended questions which allowed
parents the opportunity to elaborate on aspects of their experience of their child’s
hospitalisation.
Nurses’ Questionnaire (Appendix C)
This questionnaire also had three sections. The first section requested demographic
information including personal and professional characteristics (see Table 3.1). The
second section of the questionnaire contained the 66 items adapted from FCCQ with
the same five point Likert scale. The nurses’ questionnaire included four more items
than the parental participation questionnaire as nurses were asked additional
information relating to ongoing nursing education and evaluation of nursing
practices of which parents would be unaware. All other items matched the parental
participation questionnaire, however the wording was altered to make the
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questionnaire suitable for nurses. The third section of the questionnaire consisted of
four open ended questions offering the respondent an opportunity to provide further
detail or explanation of their responses to the quantitative items.

Reliability and Validity
Content validity was evaluated by inviting three registered nurses who were
knowledgeable in the philosophy of family centred care to indicate whether they
believed each item was measuring family centred care. They were also asked to
indicate whether each item represented the element of family centred care according
to the subscale in which it was grouped. This was done independently and then
followed by a meeting to clarify differences. No items were deleted but five items
were moved from their original elements to other elements as the nurses agreed they
better represented these categories. No other changes were made to the items.
Pilot Study
The Parental Participation Questionnaire was piloted with two parents who were not
health professionals and were educated to at least secondary school level.
Readability and clarity of content of the items were validated. There was no
misunderstanding of the items’ intent. The parents also timed themselves to see how
long it took to complete the questionnaire. The average time was 14 minutes.
The Nurses’ Questionnaire was distributed to seven registered nurses who were in
their first year of practice and were working in a tertiary paediatric centre. The
purpose of the pilot study was to determine interpretability of the questions, identify
potential data processing problems and estimate the length of time a respondent
would take to complete the questionnaire. The average time taken to complete the
questionnaire was 13 minutes. On the basis of their feedback only minor changes
were made to the layout of the form to assist with data entry.

Data Collection
The Director of Nursing/Health Service Manager of each participating hospital gave
permission for a staff member to identify parents of children who met the inclusion
criteria of this study and post the questionnaire to the identified parents. They also
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provided data on the number of nurses who gave direct care to children admitted to
the hospital.
The questionnaires for the parents were forwarded by the researcher to the
nominated staff member at each participating hospital who then addressed and
posted the questionnaires to parents of the children who met the inclusion criteria. A
letter of introduction and explanation of the study (Appendix D), and a reply paid,
addressed envelope were included with each questionnaire.
The nominated staff members were also sent the questionnaires to distribute to the
nursing staff. These were already enclosed in envelopes with a letter of introduction
to the participant and explanation of the study (Appendix D) and a reply paid,
addressed envelope. The nominated staff member identified the nurses who matched
the inclusion criteria, addressed the envelopes and delivered them to the nurses at
work through the internal mailing system.
Each participating hospital was offered financial compensation to cover the cost of a
staff member identifying eligible families, retrieving the addresses and addressing
the envelopes. The hospital staff member was asked to return any unused
questionnaires to the researcher. Seven hundred and seventy parental participation
questionnaires and 249 nurses’ questionnaires were sent to the nominated staff
members in the participating hospitals for distribution. This amount was based on the
estimated figures provided by the nominated staff member or the Directors of
Nursing/Health Service Managers.
The researcher attempted to target the winter months as the number of children
hospitalised is greater during that time but due to delays, including gaining approval
from hospital ethics committees, the six month hospitalisation period was from
October 2000 to March 2001.
To ensure confidentiality and obtain approval to survey families and nurses, the
researcher did not have access to the names and addresses of the participants. The
researcher therefore, was unable to follow up non returned questionnaires and did not
have financial support to send the questionnaires to all participants a second time.

Data Analysis
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Quantitative data were entered and analysed using Statistical Package for Social
Sciences Version 10.0 (SPSS Inc. Chicago, 1999) Windows computer software.
Random checks were made following data entry to ensure data quality. All scale
items that were negatively worded were recoded. Descriptive statistics were
generated for demographic data and all scale items.
Internal consistency of the parents’ and nurses’ questionnaires were assessed
separately using Cronbach’s alpha for each of the eight subscales. Where ‘not
applicable’ resulted in missing data on the Likert scale, these items were removed
from the calculation and are discussed separately in Chapter Six. The options of
including these items by recoding the ‘not applicable’ response as neutral or
substituting with the mean were not chosen as the variation in responses would be
reduced. By recoding ‘not applicable’ as neutral, more responses would be grouped
near the middle of the scale. To substitute the ‘not applicable’ responses with the
mean would supply a non-neutral opinion when this may not have been the case
(Polit & Hungler, 1995).
Further psychometric tests were undertaken to test data quality, scaling assumptions
and reliability. A multitrait/multi-item correlation matrix was used to examine the
relationship of each item to its hypothesised scale and the item’s relationship to each
other scale as described below.
The correlation between each item and the scale score computed from all other items
in that scale was examined to test item internal consistency. Item internal consistency
is considered substantial and satisfactory when an item has a correlation of 0.40 or
greater with its hypothesised scale (BjØrner, Damsgaard, Watt, & Groenvold, 1998;
Ware & Gadnek, 1998).
Equality of item-scale correlations was examined by considering the item’s
contribution to the total score of the hypothesised scale. Where the correlations
ranged from 0.40 to 0.70 across items in the same scale, it was assumed that all items
contributed substantially to the score (Ware & Gadnek, 1998).
Item discriminant validity was also examined. An item was considered to have
adequate discriminant validity if the correlation between an item and its hypothesised
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scale is significantly higher than the correlation between the item and all other scales
(Polit & Hungler, 1995; Ware & Gadnek, 1998).
Inter-scale correlations were undertaken to determine whether each scale was
measuring a distinct concept. When the correlation between two scales is less than
their reliability coefficients, there is evidence of unique reliable variance measured
by each scale (Polit & Hungler, 1995; Ware & Gadnek, 1998).
As these tests did not indicate that the original eight subscales were reliable
measures of the eight elements of family centred care, exploratory factor analysis
was performed to identify the constructs the items reflected and group together
different measures of family centred care (LoBiondo-Wood & Haber, 1990). Single
item measurements of family centred care were avoided where possible to enable
evaluation of internal consistency and to reduce the number of individual
comparisons. A separate principal component analysis was undertaken for both
parents’ and nurses’ questionnaires. Psychometric testing of the factors identified
four reliable concepts in the Parental Participation Survey and three reliable concepts
in the Nurses’ Questionnaire. The subscales were labelled, and then each subscale
was summed to give overall mean scores for the concepts they were measuring.
Independent t-tests and One-Way Analysis of Variance (ANOVA) were used to test
whether population means were equal for each subscale and to ascertain statistically
significant differences between sociodemographic characteristics and perceptions of
family centred care. Where ANOVA was performed, post hoc analyses were
conducted with Tukey’s Honestly Significant Difference test (Tukey’s HSD) to
determine the location of the differences among groups (Burns & Grove, 1999).
Pearson’s correlations were used to test if sociodemographic characteristics were
significantly associated with the concepts of family centred care for both parents and
nurses. All tests used .05 as the level of significance. Where rounding could make a
difference to the interpretation, p values were reported to three decimal places.
Responses to the open ended questions from 53 parents (21.8%) and 38 nurses
(35.0%) were transcribed. A simple manifest content analysis was undertaken where
descriptors that were central to the research topic were identified (Morse & Richards,
2002). An assumption underlying content analysis is that the researcher knows what
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he/she is searching for (Daly, Kellehear & Gliksman, 1997) therefore, to satisfy the
aims of the content analysis, concepts that matched the items in the questionnaire
were identified. Frequencies with which the issues were raised were reported.
Numeric objectivity increases the reliability of the data (Morse & Richards, 2002).
Following factor analysis and identification of the subscales, the comments from the
open ended questions were revisited, looking for quotes that illustrated the concepts
which were subsequently included within the results. Data generated from the open
ended questions were only used for secondary purposes to highlight the outcomes of
the quantitative analysis where appropriate.

Ethical Considerations
Approval was given by the Human Research Ethics Committee at Curtin University.
Formal human research ethics committees of three hospitals gave permission for the
study to occur in their hospitals. Where no ethics committee existed, permission to
access parents and nurses from the remaining hospitals was granted by the Hospital
Board, the Health Service Manager or the Director of Nursing of each hospital.
The researcher at no time had access to the children or their family’s name and
address as the hospital’s staff identified children who had been inpatients and
addressed the envelopes and posted the questionnaires to their families. Similarly,
the researcher at no time knew the names of the nurses who completed the
questionnaires as the hospital staff also distributed the questionnaires to the nurses.
The questionnaires did not have the participant’s name and address recorded on
them. A code, known only to the researcher, was on each questionnaire which
indicated the hospital where the child was an inpatient or where the nurse was
employed. This code sheet was kept separately to the data in a locked filing cabinet.
A letter introducing the researcher and explaining the purpose of the study was used
to seek consent from all participants on receipt of the questionnaire (Appendix D).
The return of a completed questionnaire was deemed informed consent by the
respondent. Participants were informed that they could choose not to participate in
the study without compromising the care of their child or their position of
employment. It was intended that if any parent had any issues of concern regarding
the care of their child, and they identified themselves, the parent would have been
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referred by the researcher to the health service manager or to the hospital's
parent/patient advocate, whoever was appropriate. One parent did contact one of the
researcher’s supervisors as the family were very upset to have received the
questionnaire following the death of their child. A letter of apology was sent to the
family for the distress that receiving the questionnaire had caused them. No other
major concerns from parents or nurses were made known to the researcher.
Transcripts of the focus groups and the completed questionnaires are being held in a
locked filing cabinet in the researcher’s office and will remain so for five years in
keeping with University policy. The audiotapes from the focus groups are locked in a
filing cabinet at the researcher’s office and will be destroyed after examination of the
thesis.
Confidentiality was maintained at all times. The results have been reported in
aggregate and tabular form so as to protect the identity of the participants and the
hospitals.

Methodological Considerations
The convenience sampling utilised in this study and the self selected respondents
may be associated with several biases and thus it is not assumed to be representative
of all parents and nurses in the population from which the samples are drawn. The
sample of nurses who responded may be more family centred in their approach to
care than nurses in the wider population and parents who responded may be either
very positive or very negative regarding their experience of hospitalisation. Those
who were content may not have felt a need to respond. The study was believed to be
useful however, due to it being the first of its kind in rural Western Australia and its
potential to raise nurses’ awareness of parents’ expectations of family centred care
and the necessity to provide family centred care.
The response rates, 35% for parents’ questionnaire and 45% for nurses’
questionnaire, are estimates. Although 770 Parental Participation Questionnaires and
249 Nurses’ Questionnaires were sent to the nominated staff members at the
participating hospitals, the number of questionnaires then ultimately mailed from the
hospitals to suitable participants was unknown. Despite the nominated staff member
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at each hospital being provided with the selection criteria, it was evident that parents
and nurses who did not meet the criteria received the questionnaires. (For further
details, see Chapter Five.) However, the response rate achieved was considered
indicative of the data collection method and not a reflection of the questionnaire. The
lack of a personal approach to request participation is associated with a decreased
response rate (LoBiondo-Wood & Haber, 1990). A prospective study over a six
month period where the questionnaires were handed to the parents on their child’s
discharge from hospital, may have generated a higher response rate and enabled an
accurate calculation of that response rate. This method may also have ensured
respondents met the selection criteria.
Although consideration was given to the impact that the inability to identify
participants to enable follow up of questionnaires would have on the response rate,
the importance of ensuring confidentiality for parents and nurses was maintained was
a priority. Therefore, this strategy was used despite the limitations.
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Chapter Four
Reliability and Validity of Instruments

As empirical results have more meaning if a tool is reliable and valid, the reliability
of both parents’ and nurses’ questionnaires were assessed by examining the internal
consistency of the original eight subscales. These results are reported and, as
reliability was not evident for the concepts of family centred care assessed by the
subscales, exploratory factor analysis was undertaken for each questionnaire. Results
of the factor analysis are presented followed by results of reliability testing for the
new subscales. The new subscales are discussed in Chapter Five.

Internal Consistency of Questionnaires
The reliability coefficients for the subscales of both questionnaires ranged from
Cronbach’s alpha of .23 to .85 suggesting that at least seven subscales were not
reliable measures of family centred care. Nine subscales had a Cronbach’s alpha >.70
indicating that those subscales were homogenous however response rates were low
for at least seven of the subscales. Table 4.1 provides the number of items in each
subscale, the number of responses and Cronbach’s alpha for each subscale.
Table 4.1
Internal Consistency for the Original Subscales of Family Centred Care
Parents
Subscale of family centred care
No of
Alpha
n
No of
items
items
Family is constant
8
.72
174
8
Collaboration
12
.84
115
12
Sharing information
8
.79
151
8
Recognising family strengths
7
.77
148
7
Meet developmental needs
5
.73
154
5
Family to family support
2
.85
96
2
Policies and programs
3
.23
204
4
Health service delivery
11
.82
159
11
Total
56
.96
57

Nurses
Alpha
.55
.63
.72
.46
.53
.47
.32
.74
.89

n
107
104
93
106
107
97
95
107

When items were removed from subscales to increase either the response rate to the
question or to increase the internal consistency, there still remained six subscales
with Cronbach alpha <.70 which indicated that those subscales were not reliable
measures of family centred care. Table 4.2 shows the amended Cronbach’s alpha for
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the original subscales of family centred care following removal of items to improve
number of responses or to improve internal consistency.
Table 4.2
Internal Consistency for the Original Subscales of Family Centred Care - refined
Parents
Nurses
Subscale of Family Centred Care
No of
Alpha
n
No of
Alpha
items*
items*
Family is constant
6*
.66
231
6*
.68
Collaboration
9*
.78
211
9*
.74
Sharing information
7*
.77
230
7*
.74
Recognising family strengths
6*
.70
172
5*
.65
Meet developmental needs
4*
.74
222
4*
.57
Family to family support
2
.85
96
2
.47
Policies and programs
2*
.59
210
3*
.38
Health service delivery
10*
.80
201
10*
.75
Total
46
.95
46
.90
*Items removed to either increase number of respondents included or to increase alpha.

n
107
104
93
106
107
97
106
107

When further psychometric tests were done on the data from the parents’
questionnaires to validate reliability, item-scale correlations showed that 22 items
correlated at a greater level with a subscale other than the one to which it was
assigned and a further four items did not contribute a significant amount to the
subscale to which it was assigned (r<.40). Table 4.3 provides the Pearson
correlations for each item for the parents’ questionnaire. Those items that correlated
at a greater level with a subscale other than its own are presented in bold.
Psychometric tests on the nurses’ questionnaire revealed that 22 items correlated at a
greater level with a subscale other than the one to which it was assigned and a further
seven items did not contribute a significant amount to the subscale to which it was
assigned (r<.40) as shown in Table 4.4. Those items that correlated at a greater level
with a subscale other than its own are presented in bold.
As these tests did not indicate that the subscales were reliable measures of the eight
elements of family centred care, exploratory factor analysis was performed and a
separate principal component analysis undertaken for both parents’ and nurses’
questionnaires.
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Table 4. 3 Item Descriptive Statistics and Pearson Item-scale Correlations Corrected for Overlap for Original Subscales Parents’ Questionnaire
Item
Pearson item-scale correlations*
Number Label
Mean
SD
El 1
El 2
El 3
El 4
El 5
El 6
Scale = Element 1 (recognition that family is constant)
.16
.40*
0.98
4.24
Nurses were interested in information given about child
12
.45
.49
.52
.43
.24
.37
.45*
1.29
3.56
Nurses asked what was normal for child
13
.46
.47
.59
.02
.24
.28
.27
.36
.45*
0.67
4.57
I was able to provide as much parenting as I wished
20
.25
.31
.35
.34
.42
.46*
1.10
4.00
I was encouraged to continue parenting
28
-.08
.22
.13
.10
.23
.31*
1.15
4.24
I was allowed to be present during all procedures
30
.33
.52
.56
.54
.60
.63*
1.00
3.97
I felt included as part of the health care team
57
Scale = Element 2 (collaboration)
.47
.68*
.64
.59
.41
15
I determined with nurses the level of my involvement in care of child
3.47
1.22
.59
.43*
.40
.37
.30
.16
16
I was included in decisions of care for child
3.79
1.20
.43
.65*
.61
.63
.44
.44
17
Nurses asked each day about my involvement in care
2.91
1.23
.59
.29*
.27
.22
.09
.16
21
I was able to provide as much nursing as I wished
3.81
1.16
.38
.18*
23
I was expected to provide nursing care
3.86
1.21
.26
.32
.32
.40
.21
.31
.42*
.29
.39
.21
.29
26
Care I wanted to provide was recorded
2.64
1.08
.26
.44*
.29
.31
.10
.40
27
Family members involved in care were encouraged to share information
2.06
1.16
.35
.53*
.40
.36
.37
45
Nurses discussed things to help with other events
2.69
1.25
.59
.43
.58*
.37
.37
51
Nurses asked about other things I had to do each day
2.52
1.24
.65
.65
Scale = Element 3 (sharing information)
.17
.46*
.30
.28
1
I received information about child’s hospitalisation
4.15
0.92
.23
.27
.41
2
Information included impact of hospitalisation on family
2.79
1.31
.26
.45
.50*
.32
.33
.40
.51*
.47
.35
3
All information said families are key participants in care
3.30
1.22
.39
.54
.26
.52*
.44
.44
.44
7
Staff introduced themselves and explained role
3.95
1.18
.45
.41
.66*
.59
.50
8
Nurses routinely gave information on each aspect of care
3.92
1.10
.54
.58
.32*
.31
.25
9
Could access information about care when I wished
4.16
1.04
.34
.36
.34
.22
.51
.46
.53*
.51
14
Information provided by nurses was consistent
4.02
0.97
.53
Scale = Element 4 (recognise individuality)
.37
.21
.37*
0.96
4.03
Nurses ensured I understood information
6
.55
.45
.46
.25
.50*
.48
1.09
3.73
Nurses helped family adjust to hospitalisation
11
.55
.66
.51
.33
.30
.40*
.21
.36
.21
1.24
2.75
Nurses aware of increased costs when child hospitalised
42
.45
.32
.47*
.31
.32
1.28
2.74
Nurses helped us stay in touch with extended family
47
.48
.41
.47*
.30
.46
.38
1.30
3.38
Family was encouraged to come and go as needed
52
.60
.31
.39*
.29
.34
.28
1.17
4.12
Not made to feel a bad parent if not present all the time
54
.46

49

El 7

El 8

.36
.25
.33
.20
.30
.33

.28
.44
.20
.31
.11
.58

.28
.32
.19
.42
.02
.18
.04
.14
.34

.53
.23
.61
.22
.31
.43
.41
.55
.61

.07
.05
.19
.18
.20
.12
.26

.14
.33
.39
.36
.51
.22
.46

.21
.12
.13
.11
.19
.14

.37
.46
.48
.51
.48
.38

Table 4.3 Item Descriptive Statistics and Pearson Item-scale Correlations Corrected for Overlap for Original Subscales Parents’ Questionnaire (cont.)
Item
Item-scale Pearson correlations*
Number Label
Mean
SD
El 1
El 2
El 3
El 4
El 5
El 6
Scale = Element 5 (meet developmental needs of family)
.18
.44
.52
.44
.52*
0.81
4.38
Care approach was appropriate to child’s age
35
.54
.40
.31
.36
.42
.40
.66*
1.11
3.95
Layout of ward designed to meet needs of child and family
36
.23
.20
.24
.34
.33
.56*
1.24
3.81
Adequate play area for children of all ages
37
.33
.47*
1.05
3.74
Nurses maintained familiar routines for child
59
.55
.52
.48
.60
Scale = Element 6 (family to family support)
61
Encouraged to discuss concerns with other parents
2.39
1.22
.21
.42
.29
.52
.30
.73*
62
Supplied with information on support groups
2.67
1.37
.30
.49
.43
.56
.46
.73*
Scale = Element 7 (policies and programs)
24
Policies allow families to provide parenting
4.27
0.90
.38
.23
.17
.15
.28
.01
25
Policies allow parents to provide nursing care
3.93
1.07
.37
.38
.30
.27
.26
.10
Scale = Element 8 (health service delivery)
31
Given opportunity to provide feedback to hospital on care provided
2.81
1.44
.30
.32
.46
.44
.18
.25
32
Able to comment on policies and practices
2.65
1.32
.24
.43
.30
.41
.14
.34
38
Discussions held in private area
3.40
1.25
.41
.31
.37
.39
.31
.46
39
There was designated comfortable area for parents
3.26
1.38
.36
.41
.29
.47
.41
.28
40
Able to sleep in separate room if desired
2.59
1.38
.06
.26
.20
.31
.23
.38
41
Both parents could stay in hospital if they wished
2.71
1.41
.11
.26
.10
.31
.15
.31
43
Nurses ensured parents ate meals regularly
2.99
1.45
.48
.37
.29
.49
.56
.56
48
There was adequate staff to meet child’s needs
3.78
1.26
.43
.47
.45
.50
.20
.51
49
There was adequate staff to meet family’s needs
3.42
1.25
.42
.49
.42
.54
.45
.30
60
Same nurses assigned to care for child whenever possible
3.53
1.10
.36
.37
.35
.29
.47
.50
*Item-scale correlation corrected for overlap (relevant item removed from scale for correlation)
Bold indicates item correlated at a greater level with a subscale other than its own
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El 7

El 8

.35
.14
.06
.30

.41
.43
.28
.52

.01
.07

.51
.48

.53*
.53*

.20
.22

.10
.01
.11
.14
.15
.04
.17
.26
.25
.11

.55*
.52*
.44*
.48*
.40*
.33*
.55*
.50*
.59*
.38*

Table 4.4

Item Descriptive Statistics and Pearson Item-scale Correlations Corrected for Overlap for Original Subscales Nurses’ Questionnaire
Item
Pearson item-scale correlations*
Number Label
Mean
SD
El 1
El 2
El 3
El 4
El 5
El 6
Scale = Element 1 (constant)
.00
.34
.28
.17
.40*
0.51
4.66
Value info given by parents
12
.43
.01
.30
.41
.13
.37*
0.48
4.70
Ask parents what is normal
13
.38
.16
.36
.38
.10
.56*
.42
0.54
4.55
Parents can parent
20
-.01
.24*
.21
0.66
4.44
Parents encouraged to parent
29
.29
.41
.33
.22
.33
.42*
.27
.08
.35
0.88
4.24
Family part of health team
61
.22
.30
.57*
.44
.32
.40
0.93
4.10
Family included in all care
62
Scale = Element 2 (collaboration)
15
Negotiate with families
4.04
0.86
.34
.62*
.42
.34
.23
.40
17
Clarify level of participation
3.73
0.86
.34
.53*
.53
.32
.21
.38
27
Document level of participation
3.53
1.03
.12
.46*
.30
.35
.29
.41
28
Family encouraged to chart
3.55
1.09
.25
.35*
.25
.31
-.01
.28
30
Ensure parents’ confident parent
4.42
0.53
.39*
.25
.05
.28
.56
.56
47
Assist families meet other needs
2.95
1.07
.24
.39*
.28
.27
.17
.18
55
Ask family other commitments
3.38
1.10
.39
.50*
.30
.46
.16
.25
58
Enable family attend other business
3.83
0.85
.35
.40*
.17
.29
.25
.40
60
Reassure care if parents leave
4.46
0.65
.11*
.09
.37
.48
.22
.25
Scale = Element 3 (information)
Each receive info
4.09
0.92
.35
.38
.58*
.44
.16
.16
1
Includes impact of hospitalisation
3.15
1.09
.17
.28
.54*
.08
.24
.17
2
3
Conveys families key participants
3.60
1.03
.26
.33
.64*
.19
.20
.28
4
Written in family friendly terms
3.69
0.87
.13
.03
.34*
.13
.18
.22
6
Info re roles of health professionals
4.07
0.79
.18
.30*
.17
.27
.38
.39
8
Regular communication
4.39
0.70
.36
.33
.41*
.28
.13
.41
14
Consistent with info
3.66
0.96
.37*
.26
.33
.34
.37
.45
Scale = Element 4 (recognise individuality)
.23
.21
.32*
0.55
4.45
Explanations meet family needs
5
.60
.38
.34
.33
.22
.52*
.45
.42
0.74
4.13
Ensure families adjust to hospital
11
.55
.24
.25
.35*
.17
.31
0.93
3.65
Families stay in touch with others
51
.53
.34
.25
.50*
.19
.41
.43
0.79
4.24
Encourage family to come and go
56
.20
.15
.37*
.09
.26
0.95
4.05
Respect families decision not to stay
59
.39

51

El 7

El 8

-.02
.09
.13
.02
.18
.13

.15
.06
.15
.00
.28
.42

.16
.14
.01
.12
-.05
.13
.13
.17
-.11

.32
.38
.30
.23
.00
.38
.45
.34
.05

.05
.07
.23
.07
-.04
.11
.25

.32
.33
.37
.15
.15
.19
.50

.05
-.04
.07
-.04
.08

.11
.32
.40
.21
.08

Table 4.4

Item Descriptive Statistics and Pearson Item-scale Correlations Corrected for Overlap for Original Subscales Nurses’ Questionnaire (cont.)
Item
Pearson item-scale correlations*
Number Label
Mean
SD
El 1
El 2
El 3
El 4
El 5
El 6
El 7
Scale = Element 5 (meet developmental needs of family)
.21
.25
.26*
0.99
3.40
Adequate knowledge in child devpt.
39
.37
.31
.32
.29
.12
.23
.04
.03
.20
.09
.49*
1.23
2.91
Ward designed for children
40
.40
.28
.12
.06
.27
.06
.49*
1.28
2.75
Adequate play area for children
41
.17*
0.97
3.28
Assess needs of siblings
50
.35
.24
.24
.45
.22
.51
Scale = Element 6 (family to family support)
65
Encourage parent-parent discussion
3.52
1.04
.14
.29
.27
.26
.33*
.16
.34
66
Inform of support groups
4.13
0.70
.33*
.25
.46
.59
.45
.51
.36
Scale = Element 7 (policies and programmes)
25
Policies permit parenting
3.92
1.19
.23
.14
.23
.10
.26
.21
.32*
26
Policies permit parents’ nursing
3.33
1.23
.07
.14
-.12
.04
.15
.07
.27*
34
Parents involved in programs
2.01
1.01
.00
.09
-.05
.09*
.23
.34
.30
Scale = Element 8 (health service delivery)
.34
.35
32
Seek feedback from families
3.23
1.14
.09
.41
.23
.17
.36
33
Parents contribute to policies
2.60
1.24
.11
.24
.13
.29
.25
.28
.26
42
Privacy for discussions
3.39
1.20
.24
.31
.16
.24
.25
.22
.31
43
Comfortable area for families
2.93
1.42
.24
.21
.11
.49
.20
.29
.28
44
Parents can sleep in room
2.78
1.52
.05
.15
.10
.15
.28
.39
.34
45
Both parents can stay
2.76
1.52
.22
.27
.30
.21
.41
.16
.26
48
Ensure parents eat meals
3.63
1.03
.36
.15
.18
.25
.27
.50
.43
49
Ensure parents have toiletries
3.86
0.96
.37
.18
.26
.25
.19
.48
.52
.27
.26
52
Staffing planned for children
2.23
1.13
.09
.15
.20
.12
.05
.18
64
Same staff assigned to families
3.14
1.22
.22
.21
.17
.10
.43
.31
*Item-scale correlation corrected for overlap (relevant item removed from its scale for correlation).
Bold indicates item correlated at a greater level with a subscale other than its own
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El 8
.28
.37
.34
.53
.39
.34
.25
.16
.45
.51*
.45*
.39*
.55*
.34*
.52*
.37*
.39*
.35*
.27*

Parents’ Questionnaire
Factor Analysis
Factor extraction was performed by entering data into a principal components
analysis. Fifteen items were not included as they had ‘not applicable’ available as a
response reducing the number of items available for analysis to 47.
The factor structure of the items was examined and the Scree plot suggested five
components were suitable for extraction. The eigenvalues and interpretability of the
components were also examined. The fifth component did not have obvious meaning
and was discarded. Four components provided the clearest interpretable factor
structure and cumulatively accounted for 41.6% of the variance in the data. (Refer to
Table 4.5).
Table 4.5
Summary of Initial Principal Components Analysis Solution Eigenvalues and Explained Variance for
Parents’ Questionnaire
Component
Scales
Eigenvalue
% Variance
Cumulative %
Variance
25.30
25.30
11.89
Child friendly environment
1
31.77
6.48
3.04
Respect as parents
2
37.00
5.23
2.46
Nurses in supportive role
3
41.55
4.55
2.14
Parents empowered
4

These factors were subject to Varimax rotation to minimise high factor loadings on
orthogonal axes and to Direct Oblimin procedure which used an oblique rotation.
The matrices found using orthogonal rotation were more interpretable than the
oblique solutions with fewer variables loading significantly on more than one factor,
thus the Varimax rotation method was used in the final factor analyses. Table 4.6
presents the initial factor loadings. Factor loadings equal to or exceeding .40 were
considered significant and are presented in bold.
Items 49, 57, 1, 27 and 33 had strong loadings on another factor, thus refinement of
the solution aimed to exclude these items from the scale. Items were excluded from
further analysis if factor loadings were less than .47 (15 items). Table 4.7 presents a
summary of eigenvalues and variance for the final factor solution. The final factor
loadings of the 32 items which were retained following the analysis described above
are shown in Table 4.8.

53

Table 4.6
Rotated Factor Loadings for the Initial Four Factor Solution for Parents’ Questionnaire
Items
Component
1
2
3
35 care approach was appropriate to child’s age
.216
.652
23 not expected to provide nursing care
.179
.646
11 nurses helped family adjust to hospitalisation
.135
.401
.604
14 info provided by nurses was consistent
.203
.177
.600
36 layout of ward designed to meet needs of child & families
.255
.578
48 adequate staffing to meet child’s need
.309
.151
.569
37 adequate play area for children of all ages
.192
.559
8 nurses routinely gave info on each aspect of care'
.152
.462
.537
12 nurses interested in information about child
.245
.531
59 nurses maintained familiar routines for child
.352
.197
.528
7 staff introduced themselves and explained role
.109
.321
.488
9 could access information about care if I wished
.118
.474
49 adequate staffing to meet family needs
.133
.468
.443
6 nurses ensured I understood the information
.394
.450
57 felt included as part of care team
.310
.319
.436
1
received information about hospitalisation
-.166
.399
.409
22 not expected to do parenting
.387
.236
16 decisions made on care with our input
.359
.233
5 did understand all explanations about child'
.339
-.101
51 nurses asked about other things I had to do each day
.141
.287
.662
45 nurses discussed things to help with other events
.249
.285
.590
43 nurses ensured parents ate meals regularly
.122
.300
.587
47 nurses helped us stay in touch with extended family
.161
.244
.569
41 both parents could stay in hospital if they wished
.556
42 nurses aware of increased costs when child in hospital
.210
.548
40 able to sleep in separate room if desired
.546
52 family was encouraged to come and go as needed
.234
.542
39 designated comfortable area for parents
.239
.126
.496
38 staff / family discussions held in private area
.269
.142
.436
60 same nurses assigned whenever possible
.373
.391
2 info included the impact on the family
.259
.675
32 able to comment on policies and practices
.407
.609
17 each day nurses asked about involvement in care
.261
.374
.601
3 all info said families are key participants in care
.313
.582
31 gave feedback on hospital meeting our needs
.403
.558
15 determined with nurses the level of care
.429
.231
.538
13 nurses asked what is normal for child
.219
.206
.483
27 families involved in care encouraged to share info
.364
.462
33 invited to speak to staff on parent involvement
.388
.456
26 care I wanted to provide was recorded
.265
.409
20 able to do as much parenting as I wished
.230
21 able to do as much nursing care as I wished
-.117
.139
.229
18 want to continue parenting in hospital
19 want to provide nursing whilst in hospital
-.239
.104
.258
24 policies allowed families providing full parenting
.205
-.172
30 allowed to be present during all procedures
.117
.133
-.178
28 encouraged to continue parenting
.102
.215
.274
Bold indicates factor loadings considered significant
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4
.227
-.137
.317
.117
-.183
.247
.174
.252
.213
.144
.261
.429
.356
.140
.215

.203
.119
.171
.195
-.117
.260
.141
.251
.335
-.218
.129
.665
.628
.624
.535
.452
.429
.382

Table 4.7
Summary of Principal Components Factor Analysis Solution and Explained Variance for Parents’
Questionnaire
Component
Scales
Eigenvalue
% Variance
Cumulative %
Variance
1
Child friendly environment
9.09
28.41
28.41
2
Respect as parents
2.39
7.45
35.86
3
Nurses in supportive role
2.16
6.75
42.61
4
Parents empowered
1.76
5.49
48.10
Table 4.8
Rotated Factor Loadings for the Final Four Factor Solution for Parents’ Subscales of Family Centred
Care
Component
Item
1
2
3
4
35 Care approach was appropriate to child’s age
.209
.178
.709
11 Nurses helped family adjust to hospitalisation
.385
.106
.650
14 Info provided by nurses was consistent
.146
.208
.301
.646
23 Not expected to provide nursing care
.153
-.215
.618
8
Nurses routinely gave info on each aspect of care'
.408
.121
.219
.608
36 Layout of ward designed to meet needs of child & families
.265
.590
7
Staff introduced themselves and explained role
.254
.222
.579
37 Adequate play area for children of all ages
.217
-.207
.561
12 Nurses interested in information about child
.242
.110
.556
59 Nurses maintained familiar routines for child
.249
.298
.195
.551
9
Could access information about care if I wished
.144
.493
32 Able to comment on policies and practices
.299
.698
31 Gave feedback on hospital meeting our needs
.304
-.107
.675
17 Each day nurses asked about involvement in care
.306
.318
.251
.614
2
Info included the impact on the family
.247
.609
13 Nurses asked what is normal for child
.240
.117
.318
.558
15 Determined with nurses the level of care
.468
.184
.225
.534
3
All info said families are key participants in care
.292
.186
.528
40 Able to sleep in separate room if desired
.667
41 Both parents could stay in hospital if they wished
-.142
.112
.658
51 Nurses asked about other things I had to do each day
.162
.361
.129
.619
52 Family was encouraged to come and go as needed
.264
.108
.164
.565
45 Nurses discussed things to help with other events
.227
.377
.558
47 Nurses helped us stay in touch with extended family
.177
.305
.547
43 Nurses ensured parents ate meals regularly
.143
.371
.190
.538
42 Nurses aware of increased costs when child in hospital
.277
.537
39 Designated comfortable area for parents
.246
.205
.475
48 Adequate staffing to meet child’s needs
.390
.256
.409
19 Want to provide nursing whilst in hospital
-.188
.167
.131
.690
21 Able to do as much nursing care as I wished
.220
.130
.683
18 Want to continue parenting in hospital
.158
.647
20 Able to do as much parenting as I wished
.332
.642

Summated Scales
Data quality, scaling assumptions and reliability were tested for the four components
to examine whether the components could produce a valid summated scale. Each
item was examined for distribution, mean and standard deviation and results are
shown in Table 4.9.
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Table 4.9 Item Descriptive Statistics for Parents’ Questionnaire
Item
Number
Label
Child friendly environment
Staff introduced themselves & explained role
7
Nurses routinely gave information on each aspect of care
8
Could access information about care of child when I wished
9
Nurses helped family adjust to hospitalisation
11
Nurses were interested in information given about child
12
Information provided by nurses was consistent
14
I did not feel as if I was expected to provide care for child
23
Nurses’ approach to care was appropriate to child’s age
35
Physical layout of ward met developmental needs of child
36
There was adequate play area for children
37
Nurses maintained familiar routines for child
59
Respect as parents
Information included the impact of hospitalisation on the family
2
Information conveyed that families are key participants in care
3
Nurses asked what was normal for child
13
Nurses worked with family to determine amount of involvement
15
Nurses asked every day how much involvement I wanted in care
17
Given opportunity to provide feedback to hospital on care provided
31
Given opportunity to comment on hospital practices
32
Nurses in supportive role
There was a designated area for parents
39
I was able to sleep away from child if I wished
40
Both parents could stay in hospital if wished
41
Nurses aware of increased costs
42
Nurses ensured I ate meals regularly
43
Nurses discussed strategies to help with other events
45
Nurses helped us to maintain contact with other family/friends
47
Adequate nursing staff to meet family’s needs
49
Nurses asked about other things I had to do each day
51
Family encouraged to come and go at any time
52
Parents empowered
18
I wanted to continue parenting
19
I wanted to provide nursing
20
I was able to provide as much parenting as I wished
21
I was able to provide as much nursing as I wished
*1 = strongly disagree; 2 = disagree; 3 = undecided; 4 = agree; 5 = strongly agree
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Response frequency
3*
4*

Missing
%

Mean

SD

0.0
0.0
0.4
1.6
0.0
0.0
1.6
0.8
1.2
2.9
5.3

3.95
3.92
4.16
3.73
4.24
4.02
3.86
4.38
3.95
3.81
3.74

1.18
1.10
1.04
1.09
0.98
0.97
1.21
0.81
1.11
1.24
1.05

14
8
4
10
3
6
13
3
11
18
10

22
27
20
24
16
16
25
6
17
23
18

24
28
31
51
28
28
40
14
35
31
50

84
94
66
90
68
111
66
92
86
79
96

99
86
121
64
128
82
95
126
91
85
56

3.7
2.5
0.8
2.5
4.5
1.6
1.6

2.79
3.30
3.56
3.47
2.91
2.81
2.65

1.31
1.22
1.29
1.22
1.23
1.44
1.32

48
21
22
19
35
60
60

57
42
34
36
54
52
59

53
66
44
48
65
42
51

47
61
70
82
52
43
43

29
47
71
52
26
42
26

2.1
9.9
7.4
4.1
5.8
6.2
8.6
2.9
5.3
4.5

3.26
2.59
2.71
2.75
2.99
2.69
2.74
3.42
2.52
3.38

1.38
1.38
1.41
1.24
1.45
1.25
1.28
1.25
1.24
1.30

36
61
63
50
54
46
50
25
57
27

39
53
40
40
36
60
45
29
68
35

47
52
58
87
41
64
64
55
54
45

60
20
27
31
55
34
39
76
31
73

56
33
37
25
43
24
24
51
20
52

0.8
0.8
0.0
1.2

4.53
3.16
4.57
3.81

0.74
1.46
0.67
1.16

0
42
1
9

5
48
3
28

20
45
10
50

58
41
72
65

158
65
157
88

1*

2*

5*

Item Internal Consistency
Pearson correlation was used to ascertain item internal consistency. The relationship
of each item with the scale defining the concept it was hypothesised to measure was
undertaken. Each scale was corrected for item-scale overlap by removing the item
being tested from the scale prior to the correlation. Table 4.10 shows that the item
internal consistency was considered satisfactory for all but two items. Items 41, ‘my
partner and I could both have stayed in hospital if we wished’ and 18 ‘I wanted to
continue parenting’ were retained as they correlated significantly higher within the
hypothesised scale than with the other scales, were only slightly below the criterion
.40, the factor loadings for the components were high without significant
crossloadings to other components and conceptually, the items fitted the
hypothesised scales. Item 18 ‘I wanted to continue parenting’ was highly skewed
with a mean of 4.5 and a standard deviation of 0.74 which can account for the lower
correlate. All items have roughly equal item-scale correlations therefore contributing
roughly equal proportions of information to the total scores of each scale (Ware &
Gandek, 1998).
Item Discriminant Validity
The relationship of items to the other scales were also tested to determine the extent
to which item measured other concepts, item discriminant validity (see Table 4.11).
Two items, 15 and 49 ‘nurses worked with family to determine amount of care
family wished to give’ and ‘there was adequate nursing staff to meet family’s needs’,
did not have significantly higher correlations with the hypothesised scale than all
other scales. Item discriminant validity is supported if the correlation between an
item and its hypothesised scale is significantly higher than the correlation between
that item and all other scales. Both items had high crossloadings with a second
component during factor analysis, however conceptually these items fitted their
hypothesised scales and were retained on a preliminary basis.
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Table 4.10 Item Descriptive Statistics and Pearson Item-scale Correlations Corrected for Overlap for Parents’ Questionnaire
Item
Number
Label
Mean
SD
Child friendly environment
1.18
3.95
Staff introduced themselves & explained role
7
1.10
3.92
Nurses routinely gave information on each aspect of care
8
1.04
4.16
Could access information about care of child when I wished
9
1.09
3.73
Nurses helped family adjust to hospitalisation
11
0.98
4.24
Nurses were interested in information given about child
12
0.97
4.02
Information provided by nurses was consistent
14
1.21
3.86
I did not feel as if I was expected to provide care for child
23
0.81
4.38
Nurses’ approach to care was appropriate to child’s age
35
1.11
3.95
Physical layout of ward met developmental needs of child
36
1.24
3.81
There was adequate play area for children
37
1.05
3.74
Nurses maintained familiar routines for child
59
Respect as parents
1.31
2.79
Information included the impact of hospitalisation on the family
2
1.22
3.30
Information conveyed that families are key participants in care
3
1.29
3.56
Nurses asked what was normal for child
13
1.22
3.47
Nurses worked with family to determine amount of involvement
15
1.23
2.91
Nurses asked every day how much involvement I wanted in care
17
1.44
2.81
Given opportunity to provide feedback to hospital on care provided
31
1.32
2.65
Given opportunity to comment on hospital practices
32
Nurses in supportive role
1.38
3.26
There was a designated area for parents
39
1.38
2.59
I was able to sleep away from child if I wished
40
1.41
2.71
Both parents could stay in hospital if wished
41
1.24
2.75
Nurses aware of increased costs
42
1.45
2.99
Nurses ensured I ate meals regularly
43
1.25
2.69
Nurses discussed strategies to help with other events
45
1.28
2.74
Nurses helped us to maintain contact with other family/friends
47
1.25
3.42
Adequate nursing staff to meet family’s needs
49
1.24
2.52
Nurses asked about other things I had to do each day
51
1.30
3.38
Family encouraged to come and go at any time
52
Parents empowered
18
I wanted to continue parenting
4.53
0.74
19
I wanted to provide nursing
3.16
1.46
20
I was able to provide as much parenting as I wished
4.57
0.67
21
I was able to provide as much nursing as I wished
3.81
1.16
*Item scale correlation corrected for overlap (relevant item removed from its scale correlation).
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Pearson item-scale correlations*
Comp 1
Comp 2
Comp 3

Comp 4

.57*
.68*
.45*
.66*
.52*
.65*
.43*
.68*
.55*
.45*
.59*

.40
.55
.22
.51
.34
.41
.22
.31
.33
.21
.45

.32
.44
.22
.41
.25
.44
.27
.39
.36
.27
.52

.23
.24
.06
.09
.14
.27
-.14
.17
.06
-.05
.23

.37
.42
.43
.62
.55
.29
.22

.52*
.53*
.54*
.62*
.73*
.56*
.56*

.30
.37
.40
.53
.58
.46
.44

.12
.25
.31
.28
.33
.09
.12

.40
.19
.14
.29
.36
.42
.33
.50
.42
.41

.35
.24
.14
.32
.49
.46
.40
.43
.50
.35

.48*
.43*
.39*
.46*
.62*
.64*
.59*
.50*
.70*
.53*

.15
.12
.14
.11
.25
.06
.07
.14
.22
.19

.19
.06
.35
.12

.13
.23
.21
.30

.12
.17
.15
.21

.38*
.50*
.41*
.52*

Subscale Reliability
The reliability of scale scores was estimated using the internal consistency method
(Cronbach’s alpha coefficient) and is shown in Table 4.11.
Table 4.11
Subscale Internal Consistency for Parents’ Questionnaire
Scale
No of
No of
cases
items
216
11
Child friendly environment
220
7
Respect as parents
195
10
Nurses in supportive role
237
4
Parents empowered
32
Total

Cronbach’s
alpha
.86
.83
.84
.64
.91

SD

Mean

7.69
6.36
8.38
2.92
19.54

43.69
21.51
28.82
16.11
109.65

To evaluate the distinction between each scale, correlations between each scale were
computed and compared with reliability estimates (see Table 4.12). The reliability is
greater than the inter-scale correlations thus demonstrating that each scale is
measuring a distinct concept.
Table 4.12
Pearson Correlation Coefficients for Subscales and Inter-scale Correlations for Parents’ Questionnaire
Scale
Comp 1
Comp 2
Comp 3
Comp 4
(.86)
Child friendly environment
Comp 1
(.83)
.57
Respect as parents
Comp 2
(.84)
.61
.54
Nurses in supportive role
Comp 3
(.64)
.23
.31
.21
Parents empowered
Comp 4
NB. Scale internal consistency reliability (Cronbach’s alpha coefficient) is presented in the diagonal.

The use of factor analysis and the results from the psychometric tests reported in this
chapter provide evidence to support validity and reliability of the four subscales
extracted from the parents’ questionnaire suitable for construction. Therefore, the
subscales were labelled and the mean for each subscale was calculated to give the
average scores for the concepts they were measuring and the mean for the overall
scale (see Table 4.13). The higher the mean indicates the greater the parents’
perception that family centred care was being provided. The minimum and maximum
scores possible for the total scale were 32 and 160.
Table 4.13
Descriptive Statistics for Subscales for Parents’ Questionnaire
Subscale
No of
Minimum
Maximum
items
55
18
11
Child friendly environment
35
7
7
Respect as parents
50
11
10
Nurses in supportive role
20
8
4
Parents empowered
160
44
32
Total

59

Range

Mean

37
28
39
12
116

43.69
21.51
28.82
16.11
109.65

Nurses’ Questionnaire
Factor Analysis
The same process was followed with the questionnaire completed by nurses. The
frequency distribution demonstrated that all response choices were used and
responses showed variability in all items. Standard deviations are roughly equivalent
within each scale. Principal component analysis was performed by entering 60 items.
Six items were omitted from the analysis as they had ‘not applicable’ as a possible
response. The scree plot suggested there were five components and the eigenvalues
all exceeded two. The interpretability of the components was examined. No obvious
meaning was found for the fourth component, therefore only three components were
retained. The three components accounted for 30% of the variance in the data (see
Table 4.14).
Table 4.14
Summary of Initial Principal Components Analysis Eigenvalues and Explained Variance for the
Nurses’ Questionnaire
Component
Scales
Eigenvalue
% Variance
Cumulative %
Variance
1
Respect parent role
10.02
16.70
16.70
2
Family focussed hospital
4.55
7.59
24.28
3
Nurse in supportive role
3.42
5.69
29.98

These components were subject to Varimax rotation to minimise high factor loadings
on orthogonal axes. Table 4.15 provides the initial rotated factor loadings for three
factors. Factor loadings equal to or above .5 were considered significant and are
presented in bold.
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Table 4.15
Rotated Factor Loadings for the Initial Three Factor Solution for Nurses’ Questionnaire
Component
Item
1
2
7
routinely tell parents about child’s progress
.747
30
ensure parents are confident in parenting
-.259
.688
5
I provide explanations according to individual needs
.145
.672
11
try to ensure families adjust to hospitalisation
.148
.651
8
ensure information is regularly communicated
.192
.629
13
ask parents what is normal for child
.612
20
parents do as much parenting as they wish
.583
12
value all information from parents
.573
29
encourage parents to continue parenting
-.240
.572
15
negotiate level of families direct care
.269
.555
6
I provide info on roles of health professionals
.176
.524
17
clarify parents level of care each shift
.381
.524
56
encourage families to come and go as needed
.494
63
try to maintain home routine while in hospital
.457
.229
59
respect family decisions not to stay in hospital
.454
-.125
1
every family receives information about hospitalisation
.447
.216
60
reassure on care if parents leave the ward
.390
-.166
27
document parents desired level of child care
.379
.312
58
organise child’s care so families can be elsewhere
.357
.211
39
have adequate knowledge of child development
.312
.269
18
parents want to continue parenting in hospital
.142
22
do not expect parents to do parenting
-.117
34
families involved in hospital staff education
-.190
.655
43
designated comfortable area for families
.654
32
seek feedback from families on meeting their needs
.572
33
parents contribute to policies and practices
.569
38
special skills recognised
.551
40
layout of ward designed to meet needs of child & families
.509
41
adequate play area for children of all ages
.509
36
expected to know child development, paediatric nursing etc
.496
14
staff maintain consistency with info to parents
.309
.491
45
both parents can stay in hospital if they wish
.489
52
staffing patterns planned for needs of children
.484
2
info includes the impact on the family
.210
.473
42
staff / family discussions held in private area
.153
.461
44
parents can sleep in separate room if desired
.461
3
all info says families are key participants in care
.277
.457
64
same staff assigned to care for child and family
.201
.302
25
policies allow families providing full parenting
.158
.243
57
do not expect parent to be with child all the time
-.140
-.228
49
ensure adequate toiletries after sudden admission
.260
.130
48
ensure parents eat meals regularly
.231
.163
51
help hospitalised children / families contact others
.264
.104
50
always assess needs of siblings
.178
.294
21
parents do as much nursing as they wish
31
parents welcome during all procedures
.173
-.187
55
always ask about other family commitments
.325
.261
26
policies allow parents providing nursing
62
family included in all aspects of child’s care
.331
.229
61
family is integral part of health care team
.198
.120
9
families can access information whenever they wish
.106
.146
28
families involved in care encouraged to share info
.239
.127
23
do not expect parents to provide nursing
.107
-.207
53
ward is not frequently short staffed
-.146
54
ward is not frequently busy
-.247
47
assist families manage other needs during hospitalisation
.216
.240
19
parents want to provide nursing whilst in hospital
.141
24
ask parents to help with care when busy
.213
46
families incur increased costs when child in hospital
-.227
16
staff do not decide on child’s care then tell family
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3
.233
-.119
.231
-.109
.185
.127
.123
-.123
.228
.233
.147
.229
.206
.264
.126

.205
.200
.141
-.124
-.137
.118
.332
.123
.152
.162
.161
.702
.633
.626
.615
.489
.479
.469
.467
.464
.451
.431
.399
-.318
.312
.297
.293
.292
.289
-.262
.198

Twenty three items were retained when all items that failed to load above .50 were
excluded. Table 4.16 presents a summary of eigenvalues and variance for the final
factor solution and Table 4.17 presents the final rotated factor solution.
Table 4.16
Summary of Final Principal Components Factor Analysis Solution and Explained Variance for
Nurses’ Questionnaire
Component
Scales
Eigenvalue
% Variance
Cumulative %
Variance
23.39
23.39
6.08
Respect parent role
1
36.24
12.85
3.34
Family focussed hospital
2
46.39
10.15
2.64
Nurse in supportive role
3
Table 4.17
Rotated Factor Loadings for the Final Three Factor Solution for Nurses’ Questionnaire
Component
Item
1
2
3
7
Routinely tell parents about child’s progress
.784
8
Ensure information is regularly communicated
.154
.736
5
I provide explanations according to individual needs
.703
13 Ask parents what is normal for child
-.124
.701
20 Parents do as much parenting as they wish
.110
.629
12 Value all information from parents
.122
.614
30 Ensure parents are confident in parenting
-.254
.301
.613
11 Try to ensure families adjust to hospitalisation
.436
.576
17 Clarify parents level of care each shift
.264
.204
.558
15 Negotiate level of families direct care
.182
.311
.543
29 Encourage parents to continue parenting
-.279
.195
.513
6
I provide info on roles of health professionals
.505
34 Families involved in hospital staff education
-.141
.736
43 Designated comfortable area for families
.101
.113
.685
40 Layout of ward designed to meet needs of child & families
-.196
.648
33 Parents contribute to policies and practices
.253
.629
41 Adequate play area for children of all ages
.156
-.187
.602
32 Seek feedback from families on meeting their needs
.330
.597
38 Hospital recognises knowledge needed to care for children
.103
.564
49 Ensure adequate toiletries after sudden admission
.133
.786
51 Help hospitalised children / families contact others
.138
.767
50 Always assess needs of siblings
.255
.735
48 Ensure parents eat meals regularly
.141
.122
.719

Summated Scales
The three components were tested for data quality, scaling assumptions and
reliability to test whether the components could produce a valid summated scale.
Each item was examined for missing data, distribution, mean and standard deviation
(see Table 4.18). No item had large amounts of missing data indicating that
respondents were able to answer the questions.
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Table 4.18
Item Descriptive Statistics for Nurses’ Questionnaire
Item
Number
Label
Respect parent role
Provide explanations according to family needs
5
Provide information on health professionals roles
6
Routinely tell parents about their child’s condition
7
Ensure regular communication about child’s care
8
Ensure families adjust to hospitalisation
11
I value all information parents give about child
12
I ask parents what is normal for their child
13
Negotiate with families level of participation in care
15
Clarify with parents participation in care each shift
17
Parents continue as much parenting as they wish
20
Parents are encouraged to continue parenting
29
Ensure parents feel confident to continue parenting
30
Family focussed hospital
32
Seek feedback from families about needs met
33
Parents contribute to hospital policies and practices
34
Families involved in hospital staff orientation/cont. ed.
38
Hospital recognises knowledge needed to care for children
40
Layout designed to meet children and family needs
41
Adequate play area for children
43
Designated comfortable area for families
Nurses in supportive role
Ensure parents eat meals regularly
48
Ensure parents have adequate toiletries
49
Always assess concerns of siblings
50
Help children and family remain in contact with friends
51
*1 = strongly disagree; 2 = disagree; 3 = undecided; 4 = agree; 5 = strongly agree
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Missing
%

Mean

SD

1*

Response frequency
2*
3*
4*

5*

1.9
0.9
0.9
0.9
0.9
0.9
0.9
0.9
1.9
0.9
0.0
0.9

4.45
4.07
4.51
4.39
4.13
4.66
4.70
4.04
3.73
4.55
4.44
4.42

0.55
0.79
0.62
0.70
0.74
0.51
0.48
0.86
0.86
0.54
0.66
0.53

0
0
0
0
0
0
2
0
1
0
1
0

0
5
1
2
2
0
4
0
8
0
0
0

3
14
4
7
17
2
13
1
27
2
4
2

52
56
41
45
53
32
57
30
53
44
49
58

51
32
61
53
35
73
31
76
17
61
54
47

0.0
0.0
0.0
0.0
0.0
0.0
0.0

3.23
2.60
2.01
2.64
2.91
2.75
2.98

1.14
1.24
1.01
1.22
1.23
1.28
1.42

5
25
40
24
16
20
22

30
30
39
28
27
34
29

23
23
19
25
27
18
9

35
23
8
25
27
25
31

15
7
2
6
11
11
17

0.0
0.0
0.0
0.0

3.63
3.86
3.28
3.65

1.03
0.96
0.97
0.93

4
3
3
2

11
7
21
11

27
19
36
27

45
52
39
51

21
27
9
17

Item Internal Consistency
Each item was evaluated for its relationship with each other item in the scale
defining the concept it was hypothesised to measure. Item internal consistency was
calculated and results presented in Table 4.19. All items had roughly equal itemscale correlations therefore contributing equal proportions of information to the total
scores of each scale.
Item Discriminant Validity
The relationship of each item to other components were also tested to determine the
extent to which the item measured the other concepts. The correlation for each item
and its hypothesised scale is significantly higher than its correlation with the other
scales thus supporting item discriminant validity. These data are also included in
Table 4.19.
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Table 4.19
Item Descriptive Statistics and Pearson Item-scale Correlations Corrected for Overlap for Nurses’ Questionnaire
Item
Number
Label
Mean
SD
Component 1: Respect parent role
0.55
4.45
Provide explanations according to family needs
5
0.79
4.07
Provide information on health professionals roles
6
0.62
4.51
Routinely tell parents about their child’s condition
7
0.70
4.39
Ensure regular communication about child’s care
8
0.74
4.13
Ensure families adjust to hospitalisation
11
0.51
4.66
I value all information parents give about child
12
0.48
4.70
I ask parents what is normal for their child
13
0.86
4.04
Negotiate with families level of participation in care
15
0.86
3.73
Clarify with parents participation in care each shift
17
0.54
4.55
Parents continue as much parenting as they wish
20
0.66
4.44
Parents are encouraged to continue parenting
29
0.53
4.42
Ensure parents feel confident to continue parenting
30
Component 2: Family focussed hospital
32
Seek feedback from families about needs met
3.23
1.14
33
Parents contribute to hospital policies and practices
2.60
1.24
34
Families involved in hospital staff orientation/cont. ed.
2.01
1.01
38
Hospital recognises knowledge needed to care for children
2.64
1.22
40
Layout designed to meet children and family needs
2.91
1.23
41
Adequate play area for children
2.75
1.28
43
Designated comfortable area for families
2.93
1.42
Component 3: Nurses in supportive role
1.03
3.63
Ensure parents eat meals regularly
48
0.96
3.86
Ensure parents have adequate toiletries
49
0.97
3.28
Always assess concerns of siblings
50
0.93
3.65
Help children and family remain in contact with friends/family
51
* Item-scale correlation corrected for overlap (relevant item removed from its scale correlation).
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Pearson item-scale correlation*
Comp 1
Comp 2
Comp 3
.59*
.44*
.70*
.61*
.59*
.47*
.53*
.58*
.56*
.51*
.43*
.57*

.08
.07
.10
.18
.12
.14
.08
.23
.25
.04
-.90
-.06

.14
.11
.21
.15
.49
.16
.06
.32
.24
.18
.13
.25

.20
.12
-.03
.10
.04
.12
.16

.49*
.49*
.59*
.41*
.54*
.48*
.56*

.33
.24
.08
.20
-.01
-.01
.25

.30
.26
.24
.30

.17
.19
.27
.16

.60*
.68*
.69*
.68*

Subscale Reliability
Correlations between scales were evaluated to measure the reliability of the scales
using the internal consistency method (Cronbach’s alpha coefficient). Results are
shown in Table 4.20.
Table 4.20
Subscale Internal Consistency for Nurses’ Questionnaire
Subscale
No of
No of
cases
items
Respect parent role
105
12
Family focussed hospital
108
7
Nurses in supportive role
108
4
Total Scale
23

Cronbach’s
alpha
.86
.78
.83
.83

SD

Mean

5.02
5.65
3.17
9.81

52.05
19.06
14.42
85.57

Correlations between each scale were computed and compared with reliability
estimates to evaluate the distinction between each scale (see Table 4.21). The
reliability is greater than the inter-scale correlations thus demonstrating that each
scale is measuring a distinct concept.
Table 4.21
Pearson Correlation Coefficients for Subscales and Inter-scale Correlations for Nurses’ Questionnaire
Subscale
Comp 1
Comp 2
Comp 3
Comp 1
Respect parent role
(.86)
Comp 2
Family focussed hospital
.16
(.78)
Comp 3
Nurses in supportive role
.33
.24
(.83)
NB. Scale internal consistency reliability (Cronbach’s alpha coefficient) is presented in the diagonal.

The use of factor analysis and the results from the psychometric tests reported in this
chapter provide evidence to support validity and reliability of the three subscales
extracted from the nurses’ questionnaire suitable for construction. Therefore, the
subscales were labelled and the mean for each subscale was calculated to give the
average scores for the concepts they were measuring and the mean for the overall
scale (see Table 4.22). The higher the mean indicates the greater the nurses’
perception that family centred care was delivered. Table 4.22 provides the mean for
individual scales and for the total scale. The minimum and maximum scores possible
for the total scale were 23 and 115.
Table 4.22
Descriptive Statistics for Subscales for Nurses’ Questionnaire
Subscale
No of
Minimum
items
score
37
12
Respect parent role
8
7
Family focussed hospital
4
4
Nurses in supportive role
49
23
Total

66

Maximum
score
60
32
20
112

Range

Mean

23
24
16
63

52.05
19.06
14.42
85.57

Summary
Tests for internal consistency of the subscales thought to measure the eight elements
of family centred care for both the parents’ questionnaire and the nurses’
questionnaire did not provide evidence to support the reliability and validity of the
original subscales. Therefore, factor analysis was undertaken for each questionnaire
to determine the components of family centred care assessed. Four components were
identified from the parents’ questionnaire and three components from the nurses’
questionnaire. Further psychometric tests were presented to support the construction
of multi-item scales for each questionnaire.
Internal consistency of the scales and inter-scale correlations supported the scales
were measuring separate concepts of family centred care. Each subscale was labelled
and descriptive statistics generated for each subscale and the overall scales for
parents and nurses.
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Chapter Five
Results
Chapter Four provided the results relating to reliability and validity of the new
subscales following exploratory factor analysis of both the parents’ and nurses’
questionnaires. This chapter describes the parents who completed the questionnaires,
the children who were hospitalised and the nurses who completed the questionnaire.
These data are followed by the results of parents’ and nurses’ perceptions of the
provision of family centred care as assessed by the new subscales. The subscales for
each questionnaire are described. Comparisons of means are presented between
dependent variables and measures of family centred care for the parents followed by
results from the nurses’ questionnaire. Comparisons between the two groups are
reported. The questionnaires invited further comments from parents and nurses if
they wished to clarify or give examples of incidents when family centred care was or
was not practised. The simple manifest content analysis and frequencies of the
descriptors from these open ended questions complete the chapter.

Responses
In response to the request to identify parents (who had a child under the age of 10
years admitted as an inpatient within the previous six months), nominated staff at
each of the fifteen hospitals estimated 770 parents and 249 nurses who provided
direct care to hospitalised children. (See Chapter Three for the limitations of this data
collection method.) Twenty six questionnaires were returned to the researcher as
parents were no longer at the address where they resided when their child was
hospitalised. Two hundred and sixty parents returned the questionnaire (response rate
of 35.0%) however, thirteen could not be included as the children were older than ten
years of age and a further four were excluded as they did not meet the inclusion
criteria of being inpatients in the hospital. A total of 243 parents were included in the
results.
One hundred and eleven nurses returned the questionnaire to the researcher which is
a response rate of 45.0%. Of those, three were deemed unsuitable for inclusion. Two
did not provide sufficient data and one respondent was an Aboriginal Health Worker
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and not a nurse therefore not meeting the inclusion criteria. There remained a total of
108 Nurse respondents.

Characteristics of the Families
The parents’ questionnaire was completed by the mother of the hospitalised child for
230 (94.7%) families. Twelve (4.9%) fathers completed the questionnaire. One
respondent did not identify their relationship to the child.
One hundred and thirty four (55.1%) respondents described the composition of their
family as having two parents, 56 (23.0%) described their family as having at least
one parent plus significant input into the daily care of the children by grandparents,
aunts, uncles, friends or carers, and 23 (9.5%) described their family as single parent.
Thirty respondents did not define their ‘family’. One hundred and thirty three
(54.7%) of the hospitalised children had siblings whereas for eighty families (32.9%)
the hospitalised child was the only child. Data were not available for thirty
respondents.
Parents were asked if anyone offered social support while their child was
hospitalised. Social support included caring for other children in the family while the
parents were busy with the hospitalised child. All but 23 (9.5%) said they had social
support and that it was offered by friends, immediate family, parents, or parents-inlaw.
Fifty six (23.0%) of the parents who responded had worked within a hospital prior to
their child being admitted. Thirty one (12.8%) had worked as nurses, ten (4.1%) had
been employed as domestics, orderlies or patient care assistants and four (1.6%)
classified themselves as allied health professionals. Eleven respondents did not
specify the capacity in which they had worked in a hospital.
The socio-economic situation of individual families such as social class and
employment were not sought. However, the socio-economic status (SES) rank of the
areas where the hospitals were located can be reported using the SES ranking
provided by Australian Bureau of Statistics (2003). The SES rank is based on
educational background and occupation of the population within a specified area
with the top 25% in the state ranked as ‘high’, the next 50% ranked as ‘middle’ and
the bottom 25% ranked as ‘low’. This ranking reflects the average family income in
the area. Eight hospitals included in this study were situated in areas ranked as
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‘middle’ SES with seven hospitals in areas ranked as ‘low’. However, the eight
hospitals ranked as middle SES, accounted for 215 of the families included in this
study compared with only 28 families being hospitalised in the areas with ‘low’ SES
ranking.
Characteristics of the Children
The ages of the children when they were admitted to hospital ranged from two days
old to a child who was 9 years and 11 months of age. The average age was three
years and eleven and a half months (47.5 months) and the average length of
hospitalisation was 3.5 days with a range of one day to three months.
The majority (72.0%) of children were emergency admissions and 77.4% children
were admitted to regional hospitals. Table 5.1 provides numbers for the ‘level of
hospital’ and ‘admission mode’. Most parents (68.7%) stated that their child was
hospitalised within the district where they lived. This does not mean however, that
the hospital was close. Several parents commented that it would take anything from
50 minutes to one and a half hours to drive from their home to the hospital.
Table 5.1
Level of Hospital and Mode of Admission
Emergency admission
Hospital Type
Frequency
Percent*
Regional
126
52
District
49
20
Total
175
72
* = Percent of total (N = 243)

Booked admission
Frequency
Percent*
62
25.5
6
2.5
68
28.0

n
188
55
243

Total
Percent*
77.4
22.6
100.0

Respiratory dysfunction was the most frequent cause of admission for children with
66 (27.1%) admissions. Thirty five (14.5%) children were admitted with dysfunction
of the gastrointestinal tract which was the next most frequent cause. ‘Other
infections’ were those that were not included under the body systems listed in the
table, or the infection was not specified by the parent; these accounted for 34
(13.9%) admissions. Five (2.1%) preterm babies were transferred to rural hospitals
from the metropolitan area to establish feeding and maintain thermoregulation.
Miscellaneous reasons for admission accounted for 11 (4.5%) admissions and
included renal investigations, Henoch Schonlein Purpura, thrombocytopaenia,
nephrotic syndrome and ‘routine procedure’. Table 5.2 gives a further breakdown of
the reasons why the children were hospitalised. One hundred and twenty three
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(50.6%) of the children had been hospitalised previously. These figures are based on
data reported by the parents.
Table 5.2
Reasons for Child’s Admission to Hospital Reported by Parent
Reason for hospitalisation
Frequency
Respiratory dysfunction
27
Asthma
27
Respiratory tract infections
12
Tonsillitis/tonsillectomy
Gastrointestinal dysfunction
29
Gastroenteritis
6
Appendicitis
Trauma and poisoning
19
Bony fractures
8
Burns
3
Ingestion
1
Near drowning
1
Scorpion bite
30
Surgery (unspecified)
Neurological dysfunction
9
Seizures
5
Meningitis
3
Head injury
1
Migraine
12
Dental surgery
Other infections
15
Pyrexia (unspecified)
9
Infection (unspecified)
4
Viral infection
3
Urinary tract infection
2
Varicella
1
Septic arthritis of hip
5
Establish feeding/thermoregulation
11
Miscellaneous
243
Total

Percent
11.1
11.1
4.9
12.0
2.5
7.8
3.3
1.2
0.4
0.4
12.5
3.7
2.1
1.2
0.4
4.9
6.2
3.7
1.6
1.2
0.8
0.4
2.1
4.5
100.0

Characteristics of the Nurses
Table 5.3
Age Range of Nurses, Parental Status and whether Child had been Hospitalised
Parent
Child hospitalised
Age Range
Frequency
Percent
Frequency
Percent
Frequency
Percent
0.0
0
0.0
0
3.7
4
21 – 25 years
0.0
0
1.9
2
8.3
9
26 – 30 years
4.6
5
5.6
6
13.9
15
31 – 35 years
7.4
8
15.7
17
21.3
23
36 - 40 years
16.7
18
19.4
21
20.4
22
41 – 45 years
9.3
10
9.3
10
11.1
12
46 – 50 years
16.7
18
19.4
21
21.3
23
> 50 years
54.6
59
71.3
77
100.0
108
Total

One hundred and four (96.3%) of the nurses who responded to the questionnaire
were female, two (1.9%) were male and two respondents did not answer this
question. The majority of respondents (88%) were over 31 years of age, 71.3% were
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parents and 54.6% of the nurses had their child hospitalised at some time. Table 5.3
provides details of nurses categorised by age who are parents and whether their child
has been hospitalised.
Thirty five respondents were enrolled nurses and 73 were registered nurses. Table
5.4 presents the level of nurses and the level of hospital in which they were working.
Table 5.4
Level of Nurses by Level of Hospital
Registered Nurse
Level of hospital
n
%
Regional hospital
17
15.7
District hospital
56
51.9
Total
73
67.6

Enrolled Nurse
n
%
7
6.5
28
25.9
35
32.4

Total
n
24
84
108

%
22.2
77.7
100.0

Twenty three registered nurses indicated they had post registration qualifications.
Table 5.5 shows level of registration with the Nurses Board of Western Australia
(NBWA) and further qualifications indicated by the nurses. Other related post
registration qualifications included five registered nurses who had received a child
health nursing qualification. Midwifery was the only other certificate indicated by 13
nurses. (Some of the nurses had both midwifery and child health qualifications).
Table 5.5
Highest Level of Nursing Qualification
Nursing qualification
Enrolled Nurse:
Hospital Certificate
Associate Diploma of Health Science
Registered Nurse:
Hospital Based Diploma
Bachelor of Nursing/Applied Science/Science
Further qualifications:
Midwifery
Child Health Nursing
Paediatric Certificate/qualification for RN
Paediatric Certificate for Enrolled Nurses
Higher degree qualification

Frequency

Percent

28
7

25.9
6.5

40
33

37.0
30.5

13
5
3
1
3

12.0
4.6
2.8
0.9
2.8

The number of years worked as a nurse ranged from one to 43 years, with a median
of 20 years. Fifty percent of the nurses had worked with children for up to ten years
and 25% had nursed children for less than five years. One hundred and three (95.4%)
of the nurses stated their main area of nursing was clinical with 58.3% of them
classifying themselves as generalists. Five respondents classified their main roles as
management and nine (8.3%) stated their main area was paediatrics. Table 5.6 lists
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the main areas of nursing practice as described by nurses. The total is greater than
108 as those who nominated nursing management also nominated a main area of
clinical practice and are therefore included twice.
Table 5.6
Main Area of Nursing Practice
Area of nursing
Clinical nursing:
Generalist
Medical
Midwifery
Paediatrics
Emergency
Gerontology
Operating rooms
Surgical
Nursing management

Frequency

Percent

63
16
9
9
7
2
1
1
5

58.3
14.8
8.3
8.3
6.5
1.9
0.9
0.9
4.6

Subscales of Family Centred Care
Following reliability and validity testing, the subscales were labelled according to the
concept of family centred care that they were assumed to measure. The results of
each subscale are provided here and quotes from nurses and parents included where
appropriate to highlight points being made. Item descriptive statistics for the parents’
questionnaire are provided in Table 4.9 and Table 4.18 for the nurses’ questionnaire.
Descriptive statistics for the subscales of family centred care are provided in Table
4.13 for parents’ questionnaire and Table 4.22 for nurses’ questionnaire.
Parents’ Perceptions of the Provision of Family Centred Care
Child Friendly Environment
Of the four subscales identified from the parents’ questionnaire, ‘child friendly
environment’ rated the highest with a mean score of 3.98. This encompassed things
that nurses did for parents and children to make the hospital a less threatening place
and included the physical layout of the area where the child was hospitalised and
information relating to the child.
The highest scoring item within this scale was parents’ perception that the nurses’
approach to their child’s care was appropriate for the child’s developmental stage (M
= 4.38; SD = 0.81) and one of the lower scoring items (M = 3.74; SD = 1.05) was
parents’ perception of ‘nurses maintaining normal routines for the child’ when
hospitalised. This latter perception is highlighted by a comment from a parent of a
two year old child:
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“The nurses should ask you about the child’s daily routine and help you stick to it.
…bed lower to the ground so if your child is potty trained they can hop out
themselves and go.” (02-027).
This comment also includes reference to the lack of provision of equipment
appropriate to the child’s developmental needs which was included in this subscale.
Other comments by parents referred to staff maintaining the hospital routine at the
expense of providing individualised care and the inability of parents to maintain the
child’s routine when hospitalised, for example:
“Hospital is a busy place – jobs need to be done – cleaners/nurses – more important
in their day to complete tasks than to consider the needs of individuals.” (01-241)
Although ‘physical layout of ward met developmental needs of child’ was perceived
to occur (M = 3.95; SD = 1.11) there were occasions when it did not as illustrated by
the previous comment referring to the bed being too high and the following comment
from a parent whose child was admitted to a district hospital and placed in a ward
with an adult patient:
“A child’s (sic) ward would be great; my six year old daughter was in with a 70 year
old lady”. (07-001)
Despite the few negative comments provided by parents to highlight aspects of ‘child
friendly environment’, overall parents in this study responded positively to these
questions and agreed that these areas of care were delivered when their child was
hospitalised.
Respect as Parent
The mean item score for this subscale was 3.07 with four of the seven items below
‘3’ indicating that parents did not perceive the recognition and acknowledgement due
to them, occurred consistently. Parents perceived that nurses asked them what was
normal for their child and conveyed that families were key participants in the care of
their child. Nurses asked what care the family wished to be involved in (M = 3.47;
SD = 1.22), however the amount of involvement in care was not clarified on a regular
basis (M = 2.91; SD = 1.23). Parents’ comments from the open ended questions
demonstrate both the strengths and weaknesses within this theme of ‘respect as
parents’:
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“I was pleased to be asked ‘what would you like to do’ regarding my child’s care. I
was permitted to make decisions; I did not expect this.” (01-198)
“I felt that I had lost any control I should have had over my child’s health care. I
was kept informed of his medical needs but not included in any decisions regarding
his care. We were expected to conform to hospital practices.” (02-121)
The same mother went on to say:
“…more open discussion and understanding of the fact that the person they are
treating is not their patient, but my child.” (02-121)
Another parent wrote:
“There was an instance where my son would not take his medication and while I was
downstairs they put a tube down his throat which made him more upset. They should
have waited for me to come back.” (16-132)
The latter comments imply a lack of respect by nurses for a parent’s role. These
parents were completely disempowered by having any decision-making taken away
from them. They wanted to be included in decisions regarding their child and
acknowledgement that the patient is their child.
One of the lower scoring items within this subscale was parents’ perception of
receiving information related to the impact of hospitalisation on the family (M =
2.19; SD = 1.31). This is highlighted by comments written by one mother who, in
retrospect, would have liked nurses to have suggested to her:
“…that my child’s stay may impact on her sibling. …found out in later weeks the
destress (sic) caused to her sister through reading her school diary”. (01-059)
The child who was ill was an emergency admission and remained in hospital for four
days with asthma.
The other aspect within this theme of ‘respect as parent’ related to parents being
asked to provide feedback on the care they received. Parents did not recall being
asked to evaluate the care they received or comment on hospital practices or policies
that impacted their child and family’s care ( M = 2.81; SD = 1.44 and M = 2.65; SD =
1.32 respectively).
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Nurses in Supportive Role
Parents rated items that were classified in the subscale ‘nurses in supportive role’ less
positively than those in the ‘child friendly environment’. Seven of the ten items had a
mean below ‘3’ which indicates that parents perceived that nurses did not
consistently support parents. This subscale encompassed parents’ perception of the
support nurses provided for them particularly in helping parents attend to other roles
that they had and also enabling parents to obtain meals, access appropriate sleeping
arrangements and have some privacy while in hospital with their child. This subscale
measured things that nurses could offer to support parents when their child was
hospitalised thus making it easier for parents to care for their child. It did not
measure care related directly to the child.
The item that received the lowest score was parents being asked about other things
they had to do each day (M = 2.52; SD = 1.24). Examples given by parents which
demonstrated nurses’ lack of support relate to the nurses’ lack of awareness that
parents wanted a break from caring for their child in order to have time to care for
themselves. Parents wanted the nurses to offer to sit with their child thus enabling the
parent to leave to get a meal, sleep, or have a shower. The following examples of
comments by parents highlight this aspect:
“a nurse to look after my child whilst I ducked home to grab a change of clothes and
something to eat as I wasn’t offered anything for dinner…some soap and a towel to
have a shower…a chance to go to the toilet for myself.” (34-002)
“I informed staff that I’d been without sleep almost 48 hours yet I was not given time
to rest and still expected to care for my child…” (13-049)
“…at times I didn’t have a meal ‘cause I could not leave her. Perhaps nursing staff
could have stayed with her and encouraged me to go.” (1-063)
Two parents commented that they had just had surgery themselves yet still were
expected to care for their child. They suggested that they would have appreciated
help to organise family or friends to care for their child so they could rest and
recover from surgery.
There were positive comments regarding the support that nurses offered parents:
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“they encouraged me to stay…. When (child) was settled after her fit they
encouraged me to go home, shower, clean clothes, food etc. (time out) and to then
come back and settle for the night. Very happy to look after her.” (1-128)
This illustrates that the mother was given the support she required to make decisions
about her own care. The mother was able to leave her child as she trusted the nurses
to care for her child in her absence while she cared for herself. The following is a
comment from a parent illustrating that the support was beyond her expectations:
“The level of care was superb and exceeded expectations …looked after us as
friends.” (16-058).
Many comments from the parents written in the open ended questions related to the
rudeness of staff, parents being made to feel as if they were a nuisance, nurses being
loud and rough with the child and the inappropriate attitude of some nurses. Parents
usually clarified their comments by saying it ‘was only one nurse’ or ‘the rest were
fine’. Being rude classifies as nurses being non - supportive and here are some
examples:
“I was made to feel that I was wasting hospital beds that my child was not sick
enough…” (13-050)
“My daughter’s condition had been happening for 10 days and when I got to
hospital several nurses (NOT ALL) made me feel like a paranoid mother.” (04-016)
“Need more old fashioned bed side manner and treat people the way you would want
to be treated.” (16-132)
“I had my period at the time and my friend forgot to pack my supplies. I asked a
nurse if they had sanitary pads, she said no. I had no one to ask to bring my supplies
and I ended up using a nappy from my son’s bag.” (01-028)
The mother’s problem solving abilities are to be admired, however the hospital did
have a maternity unit and would therefore have had sanitary pads. The child was an
emergency admission to the hospital following a febrile convulsion.
Parents Empowered
The fourth subscale identified from the parents’ questionnaire relates to parents’
wishes to participate in their child’s care. Parents wanted and were able to provide all
the parenting they wished (M = 4.53; SD = 0.74 and M = 4.57; SD = 0.67
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respectively). Not as many wished to provide nursing care (M= 3.16; SD = 1.46)
however a higher score was given for parents’ ability to provide as much nursing
care as they wished (M = 3.81; SD = 1.16). The results from this subscale are
discussed in Chapter Six in comparison to nurses’ perceptions in the section on
parental participation in care.

Nurses’ Perceptions of their Provision of Care
Respect for Parent Role
‘Respect for parent role’ was the highest scoring subscale perceived by nurses (M =
4.34) with eleven of the twelve items scoring a mean greater than ‘4’ which indicates
that nurses perceive that they consistently deliver these aspects of care to families.
This theme included items about the information provided to parents, the regularity
of provision, the relationship of the information to the child’s care and its tailoring to
the family’s needs. The other aspect encompassed by this theme related to nurses
listening to the parents’ information about their child, valuing the information and
then promoting and encouraging parents to be involved in their child’s care as much
as the parents wished. The lowest score in this subscale was nurses’ perception that
on each shift they discuss the amount of care parents wish to provide. Although it
scored the lowest within this subscale, the mean was 3.73 (SD = 0.86) on the five
point Likert scale indicating that nurses believe they do this consistently.
Nurses in Supportive Role
‘Nurses in supportive role’ reflects the extra support that nurses believe they offer
parents. This support is aimed at assisting parents and families with aspects that are
not directly associated with the child’s care such as adequate toiletries for parents
when the admission was unexpected and scored a mean of 3.61. Each item scored a
mean greater than ‘3’ which indicates that nurses perceive they mostly provide this
aspect of care for families. Assessing the concerns of siblings was the lowest scoring
item in this subscale (M = 3.28; SD = 0.97).
The following comments from nurses to the open ended questions reflect their views
on the ‘nurse in supportive role’:
“I feel families require more time with staff, more information sessions and a private
venue allocated for such times. Time and staff are issues.” (01-014)
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“Often busy/short staffed in an acute situation therefore don’t necessarily have the
time.” (04-003)
“Time allocated to care is limited. We do the best to our ability and the length of stay
on each admission. Parents are usually very stressed…” (10-008)
These comments all reflect that nurses believe they are too busy. The direct care for
the child is attended to but supporting the family is seen as ‘extra’ and therefore
doesn’t get provided consistently.
Another reason why nurses may not provide support to parents is their reluctance to
ask questions of families as they may discover problems that they feel unable to
manage. This is highlighted in the comment from a nurse:
“Not enough education given to staff to deal with social problems.” (02-026)
Family Focussed Hospital
This subscale reflects organisational level factors and not care that nurses offer
directly to children and families. It covers the physical layout of the ward and
whether policies and practices promoted by the health service implied a family focus.
Across all the subscales, for both parents and nurses, this scored the lowest item
mean (M = 2.73) with all but one item scoring a mean below ‘3’. This indicated that
these aspects are not consistently addressed. The only item that scored a mean higher
than ‘3’ referred to something that nurses could include in their individual practice seek feedback from families. Parents were not invited to participate in staff
orientation to include the parental perspective of having a child hospitalised or
consulted on policies and practices that impinge on family care. The lack of support
and infrastructure provided by the health service is reflected in the following
comments by nurses:
“Little experience in children’s care – but huge organisational expectation that
children are ‘just little adults’ and can be nursed in an adult unit – maybe near
elderly people. Hospital Managers should be targeted to provide appropriate time
for care of children but of course, this does come back to funding so one needs to
look at the HDWA and government funding. (05-009)
“No area to include parents in the hospital as ward too small, often in way – space
issue.” (02-026)
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Group Comparisons
Parents
Comparisons were made between level of hospital, respondents’ characteristics and
parents’ perceptions of family centred care as assessed by the subscales.
Level of Hospital
The number of respondents for each subscale ranged from 195 for ‘nurses in
supportive role’ to 237 for ‘parents empowered’. Table 5.7 shows the descriptive
statistics and summarises results of t-test for subscales by level of hospital.
There was a statistically significant difference between parents’ perception of ‘child
friendly environment’ and whether the hospital was a regional or district hospital.
The mean score for parents’ perception of ‘child friendly hospital’ was greater for
those whose child was admitted to a regional hospital. No significant differences
were observed between the level of hospital for the remaining subscales.
Table 5.7
Summary of t-test for Parents’ Perceptions of Family Centred Care by Level of Hospital
District
Regional
Subscale
Mean
SD
Mean
SD
df
t
Child friendly environment
41.18
8.69
44.45
7.22
70
2.42
Respect as parents
21.52
5.32
21.51
6.63
218
-0.10
Nurses in supportive role
29.64
9.07
28.56
8.17
193
-0.77
Parents empowered
16.15
2.66
16.10
3.00
235
-0.11

p
.02
.99
.44
.91

Social Support
Comparisons were made between the amount of social support parents reported
having while their child was hospitalised and the four subscales of family centred
care (Table 5.8). Social support was grouped into immediate family which included
partner and children over 15 years of age; extended family/friends which included in
laws, other relatives and friends and the third group who reported they had no one to
offer social support while their child was hospitalised.
There was a significant difference between the parents’ perception of their ‘respect
as parents’ according to the amount of social support received (F = 3.78, df = 2, 217,
p = .02). Results of Tukey’s Honestly Significant Difference (HSD) post-hoc test,
identified that the significant difference was between those who had immediate
family for support and those parents who had no social support (p = .02) with those
who had support perceiving they received more ‘respect as parents’.
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Table 5.8
Descriptive Statistics for Parents’ Perceptions of Family Centred Care by Amount of Social Support
Scores for subscales
Amount of support by subscale
n
Mean
SD
Range
Child friendly environment
24 – 55
7.56
43.57
152
Immediate family
23 – 55
7.60
44.39
49
Extended family
18 – 55
9.51
43.69
15
No support
Respect as parents
7 – 35
6.26
22.06
152
Immediate family
7 – 35
6.31
21.16
51
Extended family
7 – 29
6.34
17.71
17
No support
Nurses in supportive role
11 – 50
8.56
29.02
141
Immediate family
15 – 45
7.60
29.03
40
Extended family
12 – 43
8.82
26.21
14
No support
Parents empowered
8 – 20
2.95
16.08
159
Immediate family
10 – 20
2.99
16.24
55
Extended family
10 – 20
2.69
16.04
23
No support

Previous Hospital Experience
Differences in parents’ perceptions of family centred care according to parents’
previous experience with hospitals were examined. Parents’ previous experience
with hospitals was categorised as follows: no previous experience with hospitals; the
parent had worked in a hospital or they have had a child or other immediate family
member hospitalised. Table 5.9 shows the descriptive statistics for previous hospital
experience by subscales.
Table 5.9
Descriptive Statistics for Parents’ Perceptions of Family Centred Care by Previous Hospital
Experience
Scores for subscales
Previous hospital experience
n
Mean
SD
Range
Child friendly environment
23 - 55
7.33
44.06
138
Immediate family member hospitalised
18 - 54
8.79
42.36
50
Worked in hospital
28 – 55
7.25
43.92
26
None
Respect as parents
7 – 35
6.24
21.28
141
Immediate family member hospitalised
7 – 35
6.72
21.29
51
Worked in hospital
9 – 35
6.44
22.85
26
None
Nurses in supportive role
11 – 50
8.39
28.52
126
Immediate family member hospitalised
12 – 43
8.14
27.39
41
Worked in hospital
17 – 49
8.00
32.81
26
None
Parents empowered
9 – 20
2.82
15.86
152
Immediate family member hospitalised
8 – 20
3.15
16.76
54
Worked in hospital
11 - 20
3.01
16.14
29
None
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There was a significant difference in parents’ perceptions of ‘nurses in supportive
role’ according to level of previous hospital experience. (F = 3.70, df = 2, 190, p =
.03). Parents who had no previous hospital experience had statistically significantly
greater perceptions of family centred care compared with those who have worked in
a hospital and those who have had a family member hospitalised previously (p = .02
and p = .04 respectively).
No significant differences in perceptions of family centred care were identified
according to whether the hospitalisation was a booked or emergency admission,
whether the family lived in the district or family composition.
Child’s Age
Associations between the age of the child when hospitalised and parents’ perceptions
of family centred care were examined. There was a significant weak negative
correlation between the age of the child and parents’ scores for ‘respect as parent’ (p
= .00, r = -.31) which showed that the younger the child, the greater ‘respect as
parent’ perceived by parents. A weak negative correlation was found between the
child’s age and greater parents’ perception of ‘nurses in a supportive role’ (p = .00, r
= -.28) and also ‘empowered parents’ (p = .00, r = -.23). This indicates that the
younger the child, the more supportive parents found nurses and parents felt greater
empowerment.
Length of Hospital Stay
No associations were found between the child’s length of stay in hospital and
parents’ perceptions of family centred care.
Nurses
Comparisons were made between levels of hospital, respondents’ characteristics and
nurses’ perceptions of family centred care as assessed by subscales.
Level of Hospital
There was a significant difference in nurses’ perception of ‘family focussed hospital’
between staff in a regional hospital and staff in a district hospital (t = -2.25, df =
49.98; p = .03) with nurses working in district hospitals perceiving their hospital had
a higher level of ‘family focus’. There were no significant differences between the
other subscales, ‘respect parent role’ and ‘nurses in supportive role’ when compared
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with whether nurses worked in a regional or district hospital. Table 5.10 shows
descriptive statistics for nurses’ perceptions of family centred care by the level of
hospital where nurses worked.
Table 5.10
Descriptive Statistics for Nurses’ Perceptions of Family Centred Care by Level of Hospital
Scores for subscales
Level of hospital
n
Mean
SD
Range
Respect parent role
37 - 60
4.97
51.90
82
District
43 - 60
5.28
52.57
23
Regional
Family focussed hospital
8 - 32
5.87
19.67
83
District
10 - 28
4.33
17.21
24
Regional
Nurse in supportive role
4 - 20
3.18
14.57
84
District
8 - 20
3.14
13.88
24
Regional

Main Area of Nursing Practice
There was a significant difference in nurses’ perceptions of ‘respect as parent’ and
‘nurses in supportive role’ according to categories of nurses’ main area of practice (F
= 3.20, df = 2, 102, p = .045 and F = 3.98, df = 2, 105, p = .02 respectively). Tukey’s
HSD identified the difference between those who categorised their main area of
practice as midwifery and those categorised as ‘other’ for ‘respect as parent’ and the
difference between midwifery and paediatrics for ‘nurses in supportive role’ (p = .04
and p = .02 respectively). Table 5.11 provides data indicating that midwives perceive
they provide family centred care at a higher level than do other nurses for the
previously mentioned sub scales.
Table 5.11
Descriptive Statistics for Nurses’ Perceptions of Family Centred Care by Main Area of Practice
Scores for subscales
Main area of practice
n
Mean
SD
Range
Respect parent role
37-60
4.76
51.59
Other
87
44-60
6.55
55.89
Midwifery
9
43-60
4.70
52.67
Paediatrics
9
Family focussed hospital
8-32
5.90
19.47
Other
89
14-26
4.10
18.56
Midwifery
9
11-21
3.42
16.22
Paediatrics
9
Nurse in supportive role
4-20
3.17
14.50
Other
90
13-20
2.29
16.00
Midwifery
9
8-16
2.74
12.00
Paediatrics
9
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Associations
No significant association was demonstrated between the length of time the nurses
had nursed children nor the length of time nursing with any of the components of
family centred care. There were no statistically significant differences between
nurses’ age, level of education, being a parent, having had a child hospitalised and
any components of family centred care.

Comparison of Perceptions Between Parents and Nurses
Both parents and nurses were asked whether they thought parents wanted to provide
‘parenting’ care and whether they wanted to provide ‘nursing’ care. They were also
asked whether parents were allowed to provide as much of the ‘parenting’ and
‘nursing’ care as they wished. There was a statistically significant difference between
the mean scores of parents’ and nurses’ perceptions of ‘want to continue parenting’,
‘want to provide nursing’ and ‘able to provide as much nursing as wished’. Parents
and nurses both perceived parents could provide as much parenting care as they
wished. Table 5.12 provides the descriptive data.
Table 5.12
Summary of t-tests between Parents’ and Nurses’ Perceptions of Care Provided for Child
Parents
Nurses
df
t
Item
M
SD
M
SD
Want to continue parenting
4.53
0.74
4.14
0.82
346
4.42
Want to provide nursing
3.16
1.46
2.77
1.09
268
2.81
Able to provide as much parenting as wished 4.57
0.67
4.55
0.54
348
0.22
Able to provide as much nursing as wished
3.81
1.16
3.01
1.24
345
5.82

p
.00
.005
.82
.00

All of the items which had ‘not applicable’ as a possible answer and were excluded
from the factor analysis, were subjected to t-test to compare the mean scores between
parents and nurses. Those who indicated that the question was not applicable were
excluded from the analysis. There were significant differences between each item
except the item asking about a pre admission program being offered to parents and
children prior to a booked hospitalisation. Table 5.13 provides descriptive statistics
and ‘t score’.
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Table 5.13
Summary of t-tests for Items with ‘Not Applicable’ by Parents and Nurses
Parents
Nurses
Item
M
SD
M
SD
4.07 0.95 3.69 0.87
Family understood all written info. given
3.93 1.07 3.33 1.23
Policies allow parents provide nursing care
3.57 1.26 4.42 0.53
Nurses assisted confidence in parenting
2.83 1.38 3.28 0.97
Nurses aware of siblings needs
2.95 1.33 3.83 0.85
Care organised to meet family needs
3.27 1.24 4.05 0.95
Nurses aware of parental respite
3.77 1.35 4.46 0.65
Parent would leave child without worry re care
3.69 1.11 4.10 0.93
Spouse included in all aspects of care
2.39 1.22 3.52 1.04
Parents encouraged to discuss concerns
2.67 1.37 4.13 0.70
Parents supplied with info on support groups
2.65 1.47 2.98 1.30
Preadmission program was offered

df
247
191
231
268
276
262
297
254
223
151
206

t
3.16
4.27
7.61
3.15
7.51
5.80
5.97
3.34
7.37
9.59
1.70

p
.002
.00
.00
.002
.00
.00
.00
.001
.00
.00
.90

Content Analysis
Open ended questions were the third section of both questionnaires. A simple
manifest content analysis was undertaken and frequencies are reported here. Parents
and nurses primarily commented when expectations were not being met.
Parents
The third section of the questionnaire invited parents to comment about the
experience their family had when their child was hospitalised. When asked whether
parents perceived a difference between how they wanted their family to be cared for
and what actually occurred when their child was hospitalised, 53 (21.8%) parents
commented that there was a difference. Of those, four perceived a difference that was
positive for the family. The reasons why the care exceeded the parents’ expectations
were that the family was asked if they wished to participate in their child’s care and
the family felt included in the decision making which they did not expect. The
parents felt trusted by the nurses. Another family felt that they were treated as friends
and the care exceeded expectations. They thought this was due to being a small
community and that they were known by the staff prior to hospitalisation. Another
respondent wrote that they did not expect the nurses to be so open to the family
‘doing their own thing’ and that the experience had exceeded their expectations.
The remaining 49 parents responded with negative comments about the care not
meeting their expectations. These included comments about staff being very busy,
which led to lack of information for parents about their child and a perception by the
parents that they were expected to care for their child. Three parents commented that
they had to stay with their child at all times. If they left the hospital, the parents had
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to find someone else to remain with their child. Seven parents commented that they
perceived that nurses expected them to care for their child without any discussion or
negotiation. Conversely, seven parents felt that nurses did not want them to be with
their child. They were not encouraged to stay in hospital and felt as if they were in
the way.
Several parents commented on their exhaustion due to caring for a sick child prior to
admission and then being required to continue caring in hospital. Twelve parents
commented on the inadequate sleeping arrangements which exacerbated their
exhausted state and reduced their coping mechanisms. They did not believe that
nurses were aware of their tired state. Parents believed that not having access to a
bed contributed to their fatigue. Some parents had to share their sick child’s bed and
others were given a chair beside their child’s bed in which to sleep for the night
which they believed was not conducive to adequate sleep. One parent commented
that both parents wished to stay with their child however the hospital did not allow
this and another parent wrote that the only way both parents could stay in hospital
was to share the recliner chair and therefore they slept in shifts.
Thirteen parents commented on the lack of information provided to them whilst their
child was hospitalised. This lack of information related to either their child’s
condition or the parent’s role whilst staying in hospital. Three parents commented on
their lack of inclusion in decision making about their child’s care. Several parents
commented on the inability to be able to talk with the doctor about their child. One
parent had requested to read her child’s case notes and this was not allowed.
Eleven parents believed that there was a lack of facilities within the hospital. These
facilities varied from a public telephone to play facilities for children and siblings.
Eight parents said that they were unable to access meals despite the long periods of
time they spent on the ward. Some suggested access to a microwave oven and a
fridge would suffice as support people could then supply nutritious food for them.
One parent commented that she was unable to live in the hospital with her child,
however the staff rang her frequently at home to come in and look after her child.
When she went in, no food or drinks were offered to her although she was in the
hospital for long periods of time.
Seven parents wrote that they were not offered respite while caring for their child.
They would have liked nurses to have offered to sit with their child while the parents
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had a shower or went to the toilet. Two parents wrote that they did not trust the
nurses and therefore would not leave their child.
Thirteen parents commented on the rudeness, abruptness, negative attitudes and lack
of caring shown to parents by individual nurses and seven parents commented on
individual nurses’ lack of bedside manner and inappropriate care given to their
children. The following is a comment from a parent of a four and a half year old
commenting about the inappropriate care the child received from a phlebotomist.
“…the person who came and took my son’s blood tests was extremely unpleasant, my
son had had a fit and was unconscious when she tried to put the needle in his arms
(had to try both). My son responded by wriggling and crying – she yelled at him and
told him he was being a stupid little boy…” (04-019)
The nurses did not appear to have an awareness of age appropriate care as perceived
by five parents. This included a lack of individualised care for their child and that the
ward routine was adhered to despite the child’s and family’s needs.
Twenty (8.2%) parents said there were instances when their family was not included
in their child’s care however only four parents wrote about instances where they
were not allowed to be with their child and had been asked to leave the room while
procedures were being performed such as intravenous cannulation and preparation
for operating theatre. Two hundred and nine (86%) parents said there were no
instances where this occurred.
Suggestions parents gave that could have assisted them when their child was
hospitalised included the following: privacy, adequate discharge planning, no
interference with disciplining their child, opportunity or assistance to make a phone
call by providing a phone, having change for a public phone or being allowed to use
the hospital phone for a phone call on admission.
Nurses
When nurses were asked whether they perceived a difference in what they were
currently able to do and what they thought was necessary in terms of inclusion of
families in care 35 (32.4%) nurses responded in the affirmative stating they
perceived a difference. Thirty five (32.4%) nurses said there was no difference and
38 (35.2%) nurses did not answer that question. Of those that said they perceived a
difference, ten nurses reported that the reason for the difference was due to the lack
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of staff and the high workloads thus not allowing nurses time to provide the care that
they wished. Seven nurses reported lack of equipment, lack of space or lack of
hospital facilities as a reason for the inadequate provision of family centred care. The
individual nurses’ lack of paediatric knowledge, education and lack of paediatric
experience were the reasons stated by several nurses. The following are a few
examples of the nurses’ comments:
“…lack of knowledge regarding rights and needs of parents and children…” (02026)
“There is not enough evaluation of staff practices or ongoing education for staff at
any of the last three rural hospitals I have worked in over the last 20 years. I must
rely on self directed learning practices and the occasional agency RN who is updated
in paediatric care to give advice and direction for same.” (10-012)
“Need understanding of parental support related to wellbeing of child.” (05-009)
“I feel I don’t have enough education when dealing with paeds. Education is only
available in the city.” (11-002)
Another reason given by nurses as to why the care provided was less than what they
would like to provide was that the main focus of care was on adults and not children,
as illustrated by the following comments from nurses:
“Because paediatric nursing makes up a smaller part of our work, it is sometimes
difficult to remain focused on the importance of paediatric care. We hope parents
will remain highly involved but because of A & E Department, gerontology and
maximum staffing of two nurses, the other issues may get overlooked at times.” (10018)
“…Due to short inpatient stay and multifocus of staff, care of family is not a priority
and although we encourage family participation, the time spent is relative to activity
through A & E and medical inpatients.” (34-003)
The organisation’s expectations that ‘children are little adults’, the ward culture,
children being nursed in an adult unit, lack of information provided by doctors on the
child’s condition and care, and lack of interest from the child’s family were other
reasons cited by the nurses for not providing family centred care as much as they
would like.
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The nurses were asked to give examples, if any, of instances where they might
become focussed on the child’s care and not include the family in that care. Seven
nurses responded that in cases of emergency treatment they were unable to include
the parents. When parents were disinterested, upset, did not want to be present, were
drunk, or when parents were hostile were other reasons provided for the lack of
parents’ inclusion in care. Four nurses commented that when the doctor did not allow
the parents to be included in their child’s care, the nurses excluded them.
Nurses suggested education in rural areas, new facilities and printed information
sheets for parents would all enhance inclusion of families in their child’s care when
hospitalised. Other suggestions included policies to ensure child appropriate care,
standardised information and increasing staff numbers when children were admitted.
Follow up phone calls to parents on discharge was a further suggestion by one nurse
and employing more staff with paediatric qualifications was another.

Summary
These results indicate that parents and nurses perceive that family centred care is
being provided in rural Western Australia when a child is hospitalised. However,
nurses perceive they are providing family centred care at a higher level then parents
perceive they are receiving it. There are statistically significant differences between
the level of hospital and the perceptions of care delivery. Parents with no social
support perceive a lower level of care provision than those with social support.
Previous hospital experience influences parents’ perception of care and nurses who
are midwives believe they deliver care that is family centred at a higher level than
other nurses. Nurses believe that their delivery of care is hampered by inadequate
staffing and equipment and a lack of knowledge and experience in paediatric nursing.
The following chapter discusses these findings.
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Chapter Six
Discussion
The study aimed to establish whether family centred care was being practised when
families had a child hospitalised in rural Western Australia. This was assessed by
surveys seeking the perceptions of parents whose child had been hospitalised
recently and the perceptions of nurses who cared for the hospitalised children.
Specifically, the aims of the study were to answer the following questions:
1. Is family centred care being practised, and to what extent, in rural hospitals of
Western Australia?
2. Is there a difference between parents’ perception of receiving family centred
care and nurses’ perception of delivering family centred care?
3. If a deficit is identified, in what areas can nurses improve?
The findings of this study suggest family centred care is practised in rural Western
Australia. However, parents are of the view that it is not practised consistently and
nurses perceive they are delivering family centred care at a higher level than do
parents.
In respect to the findings, discussion of the main themes identified by factor analysis
from the parents’ questionnaire are followed by discussion of the themes from the
nurses’ questionnaire. Comparisons between parents’ and nurses’ perceptions are
considered.
Prior to discussing the findings of the study, this chapter compares the two study
samples to the equivalent sectors of the Australian population where appropriate to
the study’s focus. Also, the outcomes of the psychometric testing of the
questionnaires are discussed along with factors which may have influenced the
results.

Characteristics of Samples
There were many similarities between the samples and the Western Australian
populations of hospitalised children and nurses. The leading causes of hospitalisation
for the children in this study were consistent with figures published by the Australian
Institute of Health and Welfare (AIHW) (1998), with respiratory conditions being the
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primary causes for the hospitalisation of children, followed by gastrointestinal
problems. Dental surgery and injuries both rank within the top seven most frequent
diagnostic related groups as causes for hospitalisation (AIHW) as they did in this
survey.
A second comparison was the age of the children at the time of hospitalisation. This
was also consistent with AIHW (1998) statistics with the majority of hospitalised
children being between the ages of one to four years.
The length of stay in hospital among children aged 0-14 years living in rural and
remote Australia for 1996-1997 was 3.1 days (AIHW, 1998) which is slightly less
than the average length of stay for children in this survey of 3.5 days. The AIHW
figures included 10–14 year old children and their main reasons for hospitalisation
are different to those of younger children which may account for this small
difference. Distance from the hospital may also have influenced the increased length
of stay in this study. Several parents commented that they could travel up to one and
half hours to reach the hospital from their home although they classified themselves
as being ‘local’ to the hospital. Distance from medical assistance is believed to delay
time of discharge from hospital thereby extending the length of stay, whereas
children who live nearby would be discharged earlier.
The socio-economic status (SES) rank of the areas where the hospital was situated
was reported. As SES is based on educational background and occupation it may
reflect income of the population in that area. As the majority of parents came from
middle SES ranked areas it was thought that SES ranking would have had little
influence on families’ responses to the questionnaire. However, collection of SES
data from each respondent would have provided the opportunity to compare
responses to ascertain whether there was a statistical difference in parents’
perceptions to the provision of family centred care. Earlier studies have reported
social class (Callery, 1997; Knafl, 1985; Neill, 1996a) to demonstrate that their
population samples reflected all social classes, however, these studies did not
consider the impact of social class on parents’ perceptions of the provision of family
centred care. There is a financial cost to having a child hospitalised (Callery, 1997)
and for those who were financially insecure, hospitalisation may have increased the
family’s stress which may have influenced their perception of care received. The
distances the families lived from the hospitals were considered, however no
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statistical differences were found in parents’ perceptions of the provision of family
centred care and distances travelled.
The sample of nurses also reflected the Australian nursing workforce, with 30% over
the age of 45 years and approximately 40% aged between 36 to 45 years (DETYA,
2001). The educational level of the respondents in this sample was less than that of
Western Australian nurses. Of the respondents in the sample, 22.3% had completed
at least one post basic nursing qualification compared to 36% of nurses in the state
(AIHW, 2001).

Reliability and Validity of Questionnaires
In discussing the results, it is important to place these within the context of the
results of the psychometric testing of the questionnaires. The intent of the original
subscales was to measure the eight elements of family centred care as identified by
Shelton, et al. (1987). Bruce and Ritchie (1997) reported Cronbach’s alpha ranging
from .5 to .8 for the original subscales however, in this study the range was .2 to .8.
This measure of internal consistency should be greater than .7 (Lo Biondo-Wood &
Haber, 1990; Polit & Hungler, 1995) when making group comparisons as in this
study. Given only nine of the 16 subscales in this study demonstrated acceptable
internal consistency, it was considered necessary to undertake further psychometric
tests. As indicated in Chapter Four, further psychometric tests confirmed the lack of
homogeneity within the original subscales.
Several possible reasons for the lack of reliability in the subscales can be identified.
The Family Centered Care Questionnaire (FCCQ) was designed for use in 1997 in a
Canadian tertiary paediatric hospital and changes were made to reflect the Australian
rural context. The four years time difference between design and use of the FCCQ
should not have impacted on the reliability as there were minimal changes in the
context of family centred care reflected in paediatric nursing in Australia within this
time frame. The differing health care systems between Canada and Australia was
acknowledged however the culture of care was not deemed to be different and
therefore little influence on the reliability of the questionnaire was expected from this
aspect. The hospital where the reliability was tested was a tertiary paediatric centre
where there is a commitment to enhancing family centred care and the centre had a
philosophy and position statement supporting family centred care. Most staff would
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be aware of this philosophy as they had input into the position statement (Bruce &
Ritchie, 1997). The hospitals used in Western Australia were all rural primary or
secondary care centres where staff cared for both adults and children and the focus of
care is primarily towards adults.
The original questionnaire was also designed only for nurses, not for parents. As
parents’ perceptions were being sought as well as nurses, the items in the
questionnaire for parents were reworded to reflect that parents were responding. The
intent of the question was assessed as not having altered. Despite being based on a
nurses’ questionnaire, consistency of the subscales for the parents were stronger than
that of the nurses. The larger size of the parent sample may have contributed to the
higher alpha scores whereas the lower number of respondents for the nurses’
questionnaire may have contributed to the low reliability of the related subscales.
An extra item was added to the questionnaire to identify nurses’ and parents’
perceptions of whether they thought the primary carer’s partner was included in the
care of the child. Exploration of this aspect was deemed necessary given that during
the focus group conducted with parents to ascertain whether the concepts of family
centred care found in the literature were representative of parents in rural Western
Australia, it was evident that partners of primary carers felt left out and not included
in the child’s care as much as they would have liked. This aspect did not appear to be
considered in the FCCQ. A further change was made to the original tool in that the
wording of several items was altered to improve clarity of the questions. Although it
was thought that this did not alter the intent of the items, it may have altered the
reliability of the questionnaires.
However, following factor analysis and identification of new subscales for both
parents’ and nurses’ questionnaires, internal consistency was supported with
Cronbach’s alpha ranging from .64 to .86 for the subscales and .91 and .83 for the
total scales for parents and nurses respectively. Construct validity was supported by
factor analysis and further psychometric tests of convergence and discriminability.
Face validity was also acceptable for the new scales.
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Parental Participation in Care
Family centred care is based on families being able to provide all the care, both
parenting and nursing care, that they wish while their child is hospitalised. Therefore,
it was deemed important to ascertain whether parents were able to participate in all
the care they wanted to. Nurses’ perceptions were also sought and are discussed here.
Parents wanted to provide parenting care for their children when hospitalised and
they were able to provide that parenting. The results also indicated that nurses
believed parents wanted to and were able to provide parenting care. This is consistent
with findings from Algren (1985), Beck (1973), Merrow and Johnson (1968) and
Webb et al. (1985) who all reported that parents wanted to participate in their child’s
care by undertaking parenting tasks such as comforting, bathing and feeding. These
earlier studies also reported that parents’ involvement in their child’s care decreased
as the tasks became more complex. In this study, when parents were asked whether
they wanted to provide nursing care the responses from parents were distributed
evenly across the range of scores, however almost 44% of parents agreed that they
would liked to have participated in the nursing care of their child.
Nurses’ perception of whether parents wanted to participate in the child’s nursing
care was significantly lower than that of the parents. This again is consistent with
earlier studies where the main task for parents may be considered to be one of
entertaining and comforting their child but Merrow and Johnson (1968) and Webb et
al. (1985) demonstrated that parents are prepared to do far more. Family centred care
is based on the premise that parents can participate in all the care that they wish to
and that nurses will support the parents’ decision by providing appropriate
information and education to enable the parents to do so. If nurses do not have an
awareness that parents wish to provide nursing care for their child, it is unlikely that
they will discuss or invite parents to participate in this aspect of care when their child
is hospitalised. Gill (1987a, 1987b, 1993) and Seidl (1969) reported that nurses’
attitudes to parental participation in care were influenced by their level of education
and parental status. However, this study did not reflect a statistically significant
difference between level of education or parental status and nurses’ perception of
parental participation in care which is consistent with Johnson and Lindschau’s
findings (1996). As parental participation has been promoted in Australia since the
1970’s, and 68% of the nurses who responded to this questionnaire were below 45
94

years of age, these nurses’ education would have included paediatrics and, in all
likelihood, the importance of family centred care, whether they were educated in a
hospital system, vocational education and training or university sectors. This could
account for the lack of statistically significant findings for level of education.

Parents’ Perceptions of the Provision of Family Centred Care
Child Friendly Environment
The ability to access information about their child whenever they needed, being
given information about their child’s care and that information being consistent have
been identified as barriers to family centred care (Coyne, 1995b; Darbyshire, 1994;
Johnson, 1994 & Roden, 1998). However, overall, parents in this study responded
positively to these questions and agreed that these areas of care were delivered when
their child was hospitalised. Previous studies were undertaken in tertiary paediatric
settings where wards were larger and therefore more staff were involved in the care
of the families. The designated children’s wards in the regional hospitals and the
number of staff working in the district hospitals were much smaller which may assist
in providing consistent information to families.
Within the subscale of ‘child friendly environment’, one of the lower scoring items
was parents’ perception of ‘nurses maintaining normal routines for the child’ when
hospitalised. A factor influencing the amount of stress imposed on a child by
hospitalisation is the amount of control that a child perceives they have
(LaMontagne, 1984). Loss of control for infants, toddlers and preschoolers results
from altered routines and rituals that increase the child’s perception of threat. This
perceived threat can affect their coping skills. The main areas of control for younger
children are rituals which include eating, sleeping, bathing, toileting and play.
Maintaining a child’s normal routine therefore contributes to reducing the child’s
stress. While the mean score and parent comments give some indication that usual
routines are not always being followed, further information needs to be elicited to
ascertain which aspects of the child’s routine were disrupted and whether it was
related to budgetary restraints, catering or cleaning schedules or whether nursing
staff are unaware of the importance of this aspect of a child’s care.
Parents did perceive that the nurses’ approach to their child’s care was appropriate
for the child’s developmental stage. This is heartening when only 8% of the nurses
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indicated paediatrics as their main area of practice and reinforces the importance of
nursing undergraduate curricula continuing to include theories of child development
and their application.
Parents whose children were admitted to regional hospitals perceived a statistically
significantly higher level of care in respect to ‘child friendly environment’ than did
parents who had children admitted to district hospitals. Several reasons may account
for this differing perception. The three regional hospitals included in this study have
dedicated areas for the care of children where a child - friendly environment is
provided and also have staff who are rostered to care exclusively for the children so
it is an integral part of their practice. Nurses in the district hospitals care mainly for
adults and paediatric patients are the exception. As the nurses in regional hospitals
care for children every day they may be more aware of the importance of provision
of consistent, regular information to parents and this may be part of the ward culture.
Children’s wards are essential to cater for the specific needs of children. Rather than
nurse adults and children together, separate facilities provide for both children’s
developmental needs and adults’ privacy and peace (AWCH, 1992). The district
hospitals could enhance this aspect of family centred care by decorating one room so
it is suitable for use by children and their families. Bright colours, ample light, a play
area, and appropriate furniture are all highly desirable to help fulfil the total needs of
the child (AWCH, 1992). Some of these aspects can be achieved readily with
posters, mobiles and paint. AWCH (1992) found that 47.4% of hospitals surveyed
considered play arrangements to be inadequate. One of their recommendations was
that all hospitals that accept child patients should provide an adequate budget for the
purchase and appropriate maintenance of play equipment and materials. This
recommendation could be extended to include an adequate budget to provide an
appropriate environment for children and families.
Although parents who had children admitted to district hospitals perceived a lower
level of care from the perspective of ‘child friendly environment’, overall parents’
perception was positive for this aspect of family centred care.
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Respect as Parent
The subscale labelled ‘respect as parent’ encompasses the first element of family
centred care (Shelton et al., 1987): nurses’ recognition that the family is the constant
in the child’s life and concomitant acknowledgement that parents know their child
the best. The mean scores for four of the seven items indicated that parents did not
perceive this recognition and acknowledgement to occur consistently. Parents
perceived that nurses asked them what was normal for their child and conveyed that
families were key participants in the care of their child. Nurses asked what care the
family wished to be involved in, however the amount of involvement in care was not
clarified on a regular basis. Evans (1994), Knafl et al. (1988) and Roden (1998)
discussed the importance of asking parents regularly what care they wanted to be
involved in as parents’ needs fluctuate. Parents often commence the hospitalisation
in a passive, dependent role due to their uncertainty in a strange environment and
their beliefs about appropriate behaviour (Brooking, 1989). As parents become more
familiar with the hospital environment and their child’s condition, their desire for
involvement in care often alters therefore their needs should be assessed at least
daily. Johnson (1996) suggested steps necessary to form a partnership which
recognise the importance of renegotiating as necessary to assist with identification of
roles and expectations. Nurses may not be aware when renegotiation is necessary if
they do not know the family. The inclusion of an area on the child’s plan of care
which allows for parental involvement in care may prompt nurses to ask parents
about their involvement on a daily basis and amend the plan of care accordingly.
This would provide readily available information that all nurses could access so they
would know the degree of involvement in care which parents wish at that particular
stage in the hospitalisation. Changes could be recorded when necessary.
One of the lower scoring items within this subscale was parents’ perception of
receiving information related to the impact of hospitalisation on the family. The
effect a sudden hospitalisation has on the rest of the family, particularly siblings, is
often not known by parents and forgotten by health professionals. The hospitalisation
of a family member does impact on the whole family particularly if the admission
has not been planned. The effects on siblings can be minimised with appropriate
interventions and accommodation of parents’ other roles, such as parenting other
children, so they can attend to them. Simon (1993) found that the level of stress
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perceived by siblings was equal to that of the hospitalised child. Craft (1993) found
that when siblings are cared for outside their home, receive little information about
their ill brother or sister or perceive that they are being treated differently compared
to before their sibling’s illness, they have increased feelings of loneliness, fear,
anxiety, anger, jealousy, resentment and guilt about their sibling’s hospitalisation.
Interventions to reduce these feelings include explicit explanations about the illness,
provisions for the sibling to remain at home with someone who knows the child well,
and the parent who provides the primary care to spend a night at home or spend a
‘special’ time at home with the sibling, if possible (Craft, 1993). To be able to
achieve this nurses need to be aware of parents’ need to leave the hospital to spend
time with siblings and encourage parents to do so.
Recognition by nurses that parents know their child was evident by nurses asking
parents ‘what was normal for their child’. This recognition of parental knowledge is
required as it acknowledges that parents have some power. Negotiation of roles can
only occur when nurses acknowledge parents have power (Callery & Smith, 1991).
Nurses asked parents about the involvement that parents wished in their child’s care
which is the beginning of negotiation and partnership. This negotiation was
commenced but not carried out regularly or comprehensively. The negotiation only
included involvement in the hospitalised child’s care and did not consider any of the
other things that a parent may have to do which is apparent in the next theme ‘nurses
in supportive role’.
Parents without any social support recorded a statistically significantly lower score
for this subscale than those who had immediate family to support them. Seventeen
parents who responded to the items in ‘respect as parents’ stated that they had no
social support when their child was hospitalised. As this number is small the results
need to be interpreted with caution. However, earlier research has highlighted that
parents without a supportive network of family and friends were unable to participate
in their child’s care as much as they would have liked as they were unable to reside
in hospital with their sick child secure in the knowledge that their other roles were
being taken care of (Coyne, 1995b; Roden, 1998). The parents without support in
this study may not have been able to spend very much time in hospital with their
child and therefore were not asked about their involvement in the care of their child
and did not feel included and respected as a parent. It is important to identify the
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parents with limited or no support when their child is admitted to hospital so that
interventions are included to increase their participation in family centred care.
Although a parent may have limited time to spend with her or his hospitalised child,
nurses should involve the parents to schedule the child’s day so parents are present
for aspects of care that they wish to be involved in. Another intervention that may be
considered is the use of community services to assist with the other roles that the
parent may have so the parent is able to spend more time with the hospitalised child
or provision of accommodation for a sibling within the hospital if that is what is
preventing the parent from living in with the sick child.
The other aspect within this theme of ‘respect as parent’ related to parents being
asked to provide feedback on the care they received. Parents did not recall being
asked to evaluate the care they received or comment on hospital practices or policies
that impacted their child and family’s care. Seeking feedback from consumers of a
service demonstrates a willingness to improve services and respect for the
consumer’s view. One aspect of health care quality that is being increasingly
recognised for its importance is the influence of consumers’ perceptions (Wadhwa,
2002). Although consumers’ perceptions of quality rely more on service aspects of
health care, they correlate well with objective measures of health care quality. An
organisation’s ability to satisfy consumer demands for convenience and information
can significantly influence the quality of health care it ultimately delivers. Although
individual hospitals did not seek information on parent satisfaction with the care
provided, the HDWA does survey hospitals on a rotational basis and hospitals that
were involved in the HDWA survey being conducted at the same time were not able
to participate in this study. The HDWA survey does not however seek feedback
related to family centred care. It is important that nurses seek feedback from families
about how their needs have been met. Nurses perceive the level of family centred
care they provide is adequate, however parents’ perception of the care is rated much
lower. If nurses seek feedback they can then identify the differences and put in place
strategies to narrow that gap.
Nurses in Supportive Role
This subscale encompassed parents’ perception of the support nurses provided for
them particularly in helping parents attend to other roles that they had and also
enabling parents to obtain meals, access appropriate sleeping arrangements and have
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some privacy while in hospital with their child. This subscale measured things that
nurses could offer to support parents when their child was hospitalised thus making it
easier for parents to care for their child. It did not measure care related directly to the
child.
The item that received the lowest score was parents being asked about other things
they had to do each day. Although parents were asked about the involvement in their
child’s care in the previous subscale, nurses did not appear to be aware of the other
roles that parents had and therefore did not ask parents about their need to attend to
these roles. The basic functions and roles of parents do not change in the presence of
a child’s illness and hospitalisation. Parents must continue to care for themselves,
other family members and maintain the functioning of the family (Ahmann, 1994).
Parents need acknowledgement of this to empower them to organise the other roles.
As parents were not asked about other needs, the nurses therefore did not provide
strategies to deal with these needs. Examples given by parents which demonstrated
nurses’ lack of support relate to the nurses’ lack of awareness that parents wanted a
break from caring for their child in order to have time to care for themselves. Having
time away from their hospitalised child to ‘refuel’ was identified by Stull and
Deatrick (1986). Parents wanted the nurses to offer to sit with their child thus
enabling the parent to leave to get a meal, sleep, or have a shower.
Physical support items such as adequate sleeping arrangements, meals and privacy
were not consistently available. Many parents wrote comments in the open ended
questions pertaining to these things. As so much feedback from the open ended
questions related to sleeping and meal facilities it can only lead to the conclusion that
these aspects were very important to parents. Comments relating to inadequate
sleeping arrangements were the most frequent and encompassed all aspects of
sleeping arrangements from having to ‘beg’ for a bed which was obviously vacant, to
having to share the bed with the sick child, to sleeping in a recliner chair for seven
nights as no bed was available, and sleeping in shifts with the partner as both wished
to stay due to the vast distance travelled from home (150 kilometres). Consideration
needs to be given to supplying adequate sleeping facilities and facilities that meet the
families’ needs.
Not only were parents not supported to leave their child to access meals but meals
were not always available. This is consistent with findings from Coyne (1995b) and
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Roden (1998) who reported that parents therefore go without eating which is
supported by the comment from a parent cited previously. AWCH (1992) reported
inadequate meal arrangements when they carried out their national survey of 253
hospitals. Despite the publication of these findings it is apparent that little has
changed in this regard, at least in respect to the hospitals included in this study.
Suggestions to improve meal arrangements include availability of a microwave oven
in the patient area that parents could access without leaving their child and/or
provision of meals by hospital catering staff with parents receiving a bill for the
meals. Some parents commented that they did not eat as they did not have any
money due to the suddenness of their child’s admission.
There was a statistically significant difference between means for this subscale, with
parents who had no previous hospital experience perceiving a higher level of support
from nurses than those who had previous experience with hospital by either being a
hospital employee or having a close family member hospitalised. A possible reason
for this difference could be based on parents’ expectations. Knafl, Cavallari and
Dixon (1988) wrote that parents with no previous hospital experience based their
expectations on childhood stories and media reports and therefore these expectations
were outdated. Consequently these parents were pleasantly surprised with the
facilities and the support provided by nurses. Those who had experienced hospitals
were aware of what could be offered and had higher expectations of support.
Other Issues Identified
An aspect which was mentioned several times by parents in the open ended questions
related to the difficulty they had in communicating with the doctor about their child’s
illness. They mentioned difficulty being able to speak with the doctor due to the
doctor not visiting the ward at a set time or not turning up when he said he would and
also not understanding what the doctor said when he did speak with them. The nurse
has an advocacy role to enable this communication to occur at appropriate times for
both parties and to ensure the parents understand the information. The nurse also acts
as an advocate by ensuring all health care providers, including phlebotomists, are
aware of the appropriate responses to children based on their developmental age.
The younger the child was on admission, the higher the score by parents for family
centred care, except for ‘child friendly environment’. This could be explained by the
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older the child is the more likely the child is to be included in decision making with
parental involvement diminishing, whereas with infants decisions are made
exclusively by parents. The significant association was only weak so needs to be
considered with caution.
Parents perceived that aspects of family centred care were being delivered by nurses,
however not consistently. Parents would have liked more support from nurses
particularly so they could attend to other tasks such as eating meals and sleeping
which would in turn assist them to care for their child. Parents also would have liked
nurses to acknowledge their other roles which pertain to family functioning and
assist with strategies to enable the parents to attend to them. The conflict between
roles can lead to feelings of anxiety, guilt, and fear (Palmer, 1993) therefore it is
important that support is provided for parents to protect them against mental and
physical exhaustion.

Nurses’ Perceptions of their Provision of Care
Three themes that were identified following factor analysis of the nurses’
questionnaire were labelled ‘respect for parent role’, ‘nurses in supportive role’ and
‘family focussed hospital’. The ‘respect for parent role’ and ‘nurse in supportive
role’ both relate to aspects of care that individual nurses are responsible for whereas
‘family focussed hospital’ relates to the organisation.
Respect for Parent Role
‘Respect for parent role’ reflects the first element of family centred care (Shelton et
al., 1987) which is recognition that the family is the constant in the child’s life and
acknowledging that the parents know their child. It also reflects nurses’ belief that
parents have the right to participate in their child’s care as much as they wish to
therefore encouraging parents to continue parenting and to feel confident in the care
they provide. Nurses perceived that they did respect the parent role when caring for
children however, their low rating on the item ‘clarify parents participation each
shift’ is consistent with parents’ perception. The importance of seeking this
information has been discussed earlier.
The nurses were asked to indicate their main area of nursing practice and those who
selected midwifery as their main area of nursing scored a statistically significantly
higher mean for ‘respect for parent role’ than did nurses who were classified as
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‘other’. ‘Other’ included all clinical areas apart from paediatrics and midwifery.
Although the numbers of respondents in the ‘midwifery’ and ‘paediatric’ categories
were very small and thus the results need to be interpreted with caution, the finding
is worthy of consideration. Earlier studies (Siedl, 1969; Gill, 1987a, 1987b,)
identified level of nursing education, position of seniority and parental status as
factors that influence nurses’ attitudes to parental participation in their child’s care.
In this study consideration of ‘position of seniority’ was not possible and parental
status was not demonstrated to make a difference to nurses’ perceptions of delivery
of family centred care. All those who classified their main area of nursing as
‘midwifery’ were registered midwives so the assumption that education may
influence the perception of ‘respect for parent’ could be investigated further.
Midwifery practice is based on a model of wellness and a major aim of care is to
empower parents by teaching parenting skills. The emphasis on this aspect of care
may transfer across to their care of children and their families. Of the nine nurses
who classified their main area of nursing as paediatrics, only two had a paediatric
certificate demonstrating they had undertaken studies particular to paediatric nursing.
Perhaps this lack of further education together with the small number of nurses in
this category explains why there was not a significant difference between paediatric
nurses and ‘others’ in their perception of delivery of family centred care.
Despite this significant difference between those that categorised their main area of
practice as midwifery and ‘other’, all the nurses who responded perceived that they
consistently showed ‘respect as parent’ when caring for children and their families.
Nurses in Supportive Role
‘Nurses in supportive role’ reflects the extra support that nurses believe they offer
parents, however they offer it inconsistently. Things such as not ensuring parents eat
meals regularly, have adequate toiletries and maintain the family network while a
child is in hospital are aspects identified in the literature as being barriers to family
centred care (Coyne, 1995b; Roden, 1998) and when provided, made a positive
difference to families and the hospitalisation experience for the family.
A reason for not asking parents about issues that may help families when children are
hospitalised could be because a problem may be identified for which the nurse may
feel inadequately prepared. Referring families to a social worker or other appropriate
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health professional is not always possible in the rural sector and if a problem is
identified the nurse will have to implement interventions to begin resolution of the
problem. Bruce and Ritchie (1997) identified nurses’ lack of ability in interpersonal
relationships and counselling as a reason for not providing family centred care, and it
appears that nurses in rural Western Australia may also feel the same. It is recognised
that a child can only function to his/her full potential within a stable family
relationship and is influenced by factors affecting the family unit. Therefore if
problems are identified, nurses require strategies to help the families.
For this theme, there was a statistically significant difference between the nurses who
categorised their main area of practice as midwifery and those whose main areas of
practice were paediatrics or ‘other’. As with the previous subscale, this result needs
to be interpreted with caution as the number of nurses in both paediatrics and
midwifery were very small. As discussed previously, the difference may be related to
the educational preparation of midwives.
This subscale measured the support parents needed in order to maintain their other
roles and ensure they coped with the extra demands placed on them by having a child
hospitalised. Although nurses believed they provided this support it is evident that it
was not consistent. It is important that professional support is provided for the
parents by the health care team to assist them deal with these demands.
Family Focussed Hospital
This subscale reflects organisational level factors and not care that nurses offer
directly to children and families. It covers the physical layout of the ward and
whether policies and practices promoted by the health service imply a family focus.
The low scores indicated that these aspects were not consistently addressed. Parents
were not invited to participate in staff orientation to include the parental perspective
of having a child hospitalised or consulted on policies and practices that impinge on
family care. Participation of consumers or carers in decision making in health is
being advocated to improve the safety and quality of health care (Johnson, 2001).
Consumers, in this case parents, need to be actively involved in working with health
professionals for the purpose of influencing decision making processes to bring about
changes to health care, health services and the health care system (Johnson, 2001).
Involving a parent as a consumer representative on hospital committees which make
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decisions on care impacting on families would bring the family perspective to the
discussion.
Nurses working in district hospitals provided a statistically significantly higher score
for ‘family focussed hospital’ than did the nurses employed in regional hospitals
which was not consistent with parents’ perceptions. Several reasons for this are
considered. The nurses’ belief of greater provision in the district hospitals may be
due to a sense of pride in the service provided to the local community where people
all know each other and they see themselves as being more flexible in a smaller
organisation. Another reason may be due to the nurses’ lack of knowledge of what is
needed to facilitate family centred care. There were no data collected which indicated
why nurses in district hospitals perceived this aspect of family centred care to be
better than did those nurses practising in regional hospitals.
Other Issues Identified
Despite nurses believing they provided family centred care when caring for children
it is not without its difficulties. Inadequate staffing and lack of facilities were the
most common reasons presented by nurses for instances when family centred care
was not delivered. Several nurses and parents commented that if a child was admitted
to the hospital, parents had to remain with their child throughout the hospitalisation
as no extra staff were available and parents were expected to carry out all the
parenting care. If a parent could not remain with the child at all times, the child
would be transferred to another hospital, usually further away, for admission. This
occurred in some district hospitals where there was no dedicated children’s ward.
Staffing ratios for children are different to adults (AWCH, 1992) and consideration is
needed on an individual basis whether it is appropriate to employ more staff when a
child is admitted or whether to transfer the family to another hospital.
Another theme was lack of knowledge in caring for children. Some nurses believed
this was because children are a very small part of their workload and they lack
experience in caring for sick children. Nursing children is a minor part of the nurses’
workload for those who work in district hospitals, therefore, nurses’ educational
priorities may not include paediatric nursing. Paediatric nursing has been a core
requirement of pre-registration programs by the Nurses Board of Western Australia
for over 20 years, however those nurses who acquired their initial registration outside
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of Western Australia may never have been exposed to basic paediatric nursing
theories and skills. Others may not have maintained currency as their learning has
been adult focussed due to the nature of their work. Education relating to paediatric
nursing is offered to rural nurses via several delivery modes and is provided by both
the tertiary paediatric hospital in the state and the Association of Paediatric and Child
Health Nurses (WA), a paediatric nursing special interest group. However, the
numbers participating are usually small with greater interest shown when acute
illnesses are being discussed and not when the psychosocial aspects of families’
health are addressed. Educators need to look at better ways of disseminating the
information on family centred care for example, by including it within presentations
that are usually medically focussed.
Previous studies demonstrated the positive influence nurses’ duration of nursing
practice, age, level of education and parental status had on nurses’ attitudes to
parental participation in care (Siedl, 1969; Gill, 1987a, 1987b). However, this study
did not demonstrate any significant relationships or significant differences between
those attributes and any of the subscales of delivering family centred care. This may
be attributed to the small sample size.
Forty years after the release of the Platt report and more than twenty five years since
the formation and acceptance of AWCH’s ‘Health Care Policy for Children and their
Families’, nurses are now aware of the importance of family centred care and
therefore believe they incorporate it into their care. However, they believe the health
care organisation still needs to improve the facilities, and recognise that ‘children are
different’ by increasing staff numbers to enable nurses to deliver family centred care
consistently.

Comparisons of Perceptions: Parents and Nurses
In all aspects that related to the nurse delivering direct care to the child and family,
nurses perceived they deliver family centred care to a greater extent than parents
believed they received it. This is consistent with earlier studies (Brooking, 1989;
Callery, 1997b; Knafl et al., 1988). However, the reverse occurred in aspects of
family centred care that related to the organisation and the wider health care system
and not to nurses’ direct care.
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The higher rating given by nurses is particularly noticeable in ‘respecting parents’
role’ with all items rated greater than ‘4’. Nurses need to be aware that parents’
perception of this respect being accorded is not as high as nurses. One way to
ascertain how parents feel about the care they receive and whether it meets their
needs is to ask the parents regularly while their child is in hospital. As part of the
delivery of family centred care, nurses should ask parents whether their expectations
are being met and negotiate the care accordingly. This would hopefully relieve the
stress for parents and enable them to participate in the care as much as they wanted
to.
Parents wanted more support from nurses so they could attend to other roles that they
had and to care for themselves while their child is in hospital. This would assist them
to cope with their sick child without becoming exhausted. Nurses believed they were
attending to this aspect of care. Again, more frequent and better communication is
needed between parent and nurses to identify this discrepancy in perceptions.
Despite the higher ratings by nurses for provision of direct care, both parents and
nurses were consistent in the individual aspects that were not attended to on a regular
basis: ascertaining the amount of parental involvement in care daily, assisting
families to recognise the effect hospitalisation has on a family and requesting
feedback from families on care.
Several items on the questionnaire were compared individually as they were not
included in the factor analysis due to ‘not applicable’ being an available response.
Nurses had a statistically significantly higher mean for all but three items which is
consistent with other findings in this study where nurses believed the care they
provided was done more consistently than parents believed they received it. Only
those with implications for nursing practice are discussed. Both parents and nurses
agreed that preadmission programs were not offered to families, although as most
children in this study were emergency admissions the program would not have been
relevant in these cases. However, the nurses indicated that preadmission programs
are not consistently offered at either district or regional hospitals even in situations
where they would have been appropriate. With small numbers of admissions being
booked (28%), particularly to district hospitals (2.5%), the patient numbers could be
considered insufficient to warrant face-to-face programs when staff are already in
short supply and have to prioritise their tasks. Many families also travel a long
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distance for hospital admission so preadmission programs held on site would not be
appropriate. However, alternative delivery modes could be considered for example
paper based brochures, videos or information on CD Rom.
The other two items that parents rated higher than nurses related to parents
understanding the written information which was given to them which parents say
they understood consistently. Also, parents thought that policies allowed them to
provide nursing care to their child and, although nurses thought this was so, they
were inconsistent in allowing parents to provide that care.
Parents and nurses felt that spouses were included in all aspects of care. This finding
contrasts with the feedback from the parents’ focus group that this was an area of
care that was lacking, and which led to the inclusion of this item in the questionnaire.
The contrasting finding from the study indicates that it does occur, however it has the
potential to be missed and nurses should not become complacent.
Although parents rated aspects of the health care service and facilities more highly
than nurses, both groups’ ratings were below ‘4’ and there is sufficient evidence
from the responses to the open ended questions to show there is room for
improvement in this area, particularly for some district hospitals.
There were differences in what a nurse believed she was providing to families and
what parents believed they were receiving. The nurse and the parent should be able
to negotiate to bring their expectations into closer alignment.

Limitations of the Study
Limitations relating to the reliability and validity of the FCCQ have been discussed
earlier in this chapter (p92) and methodological considerations were discussed in
Chapter Three. Further possible limitations of the study are presented here.
Only parents who were able to read English could participate in the study.
Generalisation of the results to non-English speaking groups, including Aboriginals,
are limited as they did not participate in the study. Participants were not required to
disclose their ethnicity so generalisation of the results to parents of groups other than
Caucasian cannot be made.
Ideally, the questionnaires would have been administered within four weeks of
discharge however, as it took so long to receive ethics approval from some hospitals
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it was not feasible to wait a further six months to gather the data so a retrospective
approach was used. Because of this approach, the length of time between the
childrens’ discharge and completion of the questionnaire by parents varied. This had
the potential to affect parents’ perceptions as accuracy is attained when
questionnaires are given as close to the service encounter as possible (Urden, 2002).
Therefore, although unable to be assessed, there was an increased risk of recall bias
as the time between discharge and completion of the questionnaire increased.
A non-response bias is an important source of bias in survey research. Despite the
identity of the participants being known only to the hospitals and the researcher
unable to follow up those who did not complete their questionnaires the chances of
non-response bias were minimised by the inclusion of a well designed cover letter
and introduction to the study, pre-paid envelopes, well-designed survey which was
piloted, several contact numbers and email addresses for questions and
confidentiality was assured. Also, there is a risk that only those with strong views
may have completed the questionnaires although this does not appear to be evident in
the results.
In efforts to maintain participants’ anonymity the researcher did not have control
over the distribution of the questionnaires. Hospital employed staff members were
responsible for the distribution of questionnaires to parents and nurses and a clear
criteria was provided. These staff members had the opportunity to act in a gate
keeper role and had the potential to restrict who the questionnaires were delivered to,
however there is no evidence to show that this occurred.
Data related to socioeceonomic status were not collected for individual participants
so it is unknown whether socio-economic status affected parents’ perceptions of the
delivery of family centred care in Western Australia.
Nurses’ perception of their delivery of family centred care was higher than parents
which could in part be due to nurses grading their delivery of family centred care
higher than what they actually provided due to the effects of being studied (Polit &
Hungler, 1995). Despite confidentiality being assured, as some hospitals were very
small with few nursing staff employed, the participants may have believed they or
the hospital could be identified and therefore rated the care provided more positively
than was actually the case.
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This thesis does not consider the perceptions of children which is acknowledged as
important to gain a complete assessment of family centred care as they are the direct
consumers. However, as 75.30% of hospitalised children in rural Western Australia
are three years of age or less it is difficult to explore their perceptions in detail and
parents should play a major role in decision making regarding their child’s care. As
such, the perceptions of parents were also considered very important in the
evaluation of family centred care in rural Western Australia.

Conclusion
Despite the limitations two major aspects of family centred care are highlighted by
the results. These are firstly those aspects of care that nurses have control over such
as provision of direct care to the child, parent participation and supporting parents to
participate in their child’s care and secondly, those aspects of family centred care
which the health service is responsible for such as provision of facilities that are
appropriate for children and families.
Although nurses believe they facilitate family centred care, parents claim it occurs
far less than nurses indicate. It is apparent that many nurses are only focussing their
attention on the child and the direct involvement that parents want with the child’s
care. Little consideration is given to the other aspects which impact on a family when
a child is hospitalised such as support for and comfort needs of the parents and
assisting parents to attend to other roles. For those nurses who are including parents
in the care of their child, the parents’ involvement is being assessed on admission but
not renegotiated routinely throughout the hospital stay.
Nurses need to communicate more frequently with parents. Nurses must actively and
objectively assess the parents’ desire for participation on a regular basis, at least
daily. Parents and nurses must become partners in the care of the child. Each partner
needs to articulate their expectations and understand the expectations of the other so
they can work with each other. Nurses who work through this process of assessment
and negotiation with families will find that there will be better communication with
all involved, fewer misunderstandings and lost opportunities for care and teaching.
The health care system also has to improve facilities available to children and
families. Adequate accommodation, meal arrangements and phone access for
families are required. Separate rooms for children that are decorated to make the
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hospitalisation experience less threatening, the provision of a play area and
equipment are basic requirements when incorporating paediatric beds in a hospital
profile.
Family centred care needs to be defined in the broadest possible sense to encompass
the whole family of the child. As health professionals nurses need to see beyond the
child to the parents who are trying to maintain their life at home as well as support
the child in hospital and to siblings who need to visit the sick child or establish other
lines of communication. Consistent with Knafl et al. (1988), some nurses have begun
to achieve this wider view of the family, but many still focus their attention only on
the child, and do not provide for the family to assist them through a stressful time.
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Chapter Seven
Recommendations

From the discussion of the results it is apparent there is room within nursing practice
to narrow the gap between the family centred care nurses believe they deliver and the
care that parents perceive they receive when their child is hospitalised. This chapter
presents implications from the study’s findings for nursing practice, education and
research and recommends strategies to address these implications.

Implications for Clinical Practice
Communication
Effective communication by nurses with parents is required so negotiation can occur.
Nurses and parents need to negotiate not only their participation in their child’s care,
but also other demands on parents if they are to align their perceptions of care. This
discussion needs to happen at least daily and may be facilitated by an area on the
plan of care for parents and/or nurses to complete about the parent’s involvement in
the child’s care which is checked every shift.
The Nursing Mutual Participation Model of Care (Curley, 1988) is based on
communication that encourages parent-nurse collaboration. Use of this model may
assist nurses in their communication with parents to identify what parents may
consider to be of most use to them when their child is sick. The model is based on the
premise that optimal therapeutic interventions result from partnerships between
parents and nurses by sharing expertise – the parents’ knowledge of the child and the
nurses’ knowledge of the illness (Ahmann, 1994). Results from this study provide
evidence that nurses acknowledge that parents ‘know their child’ and therefore value
parents’ input into their child’s care which is the beginning of negotiation as there is
some sharing of power (Callery & Smith, 1991; Davis et al, 2002). The following
steps are based on the Nursing Mutual Participation Model of Care from Ahmann
(1994) and Curley and Wallace (1992) and are suggestions for the type of daily
communication that nurses should initiate with parents:
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1. Establish a caring relationship by asking ‘How are you today?’ This could
elicit information about the parent – whether they are tired, worried, and how
they are coping with their child’s hospitalisation.
2. Ascertain parent’s perception of the child’s condition by asking ‘How does
he/she look to you today? How do you think he/she is doing?’ This provides
information so the nurse can target gaps in information and support parents’
needs. The nurse can validate observations, clarify misconceptions and
explain nursing actions.
3. Establish and focus on parent goals and expectations by asking ‘How can I
help you parent/care for your child today?’ This demonstrates the nurses’
respect for the parent’s role and acknowledges that the child belongs to them.
It also allows for the parent to talk about the care they wish to be involved in
and what they need help with.
4. Seek suggestions, any preferences and negotiate any disagreements about the
plan of care by asking ‘Do you have any questions, suggestions about your
child’s care?’
5. Establish whether parents have other things that they need to attend to during
the day. ‘Is there anything you wish/need to do today?’ This provides another
opportunity for parents to discuss their participation in the child’s care,
clarifies any misconceptions by either parent or nurse and allows for
discussion of other tasks that parents have to attend to so the child’s care can
be scheduled around their absence.
The above model requires use of core communication skills where the nurse asks the
questions in a meaningful way, at an appropriate time, attends, actively listens,
responds empathically, explores and summarises what has been heard (Davis et al,
2002). This leads to a partnership model of caring which ensures the parent is being
valued thus empowering them to participate in their child’s care and undertake the
other roles that they may have.
This communication model could be a useful guide to assist nurses restructure
communication with parents so it becomes more collaborative. This collaborative,
interactive communication style is person-centred which enables the nurse to adapt
communication to the specific needs and values of the family (Cilliers & Terblanche,
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2000; Roberts & Krouse, 1988). It differs from a position-centred approach by using
influence rather than control during the interaction. The position-centred approach
can be likened to the ‘expert model’ where the expertise of the nurse is seen as
superior to that of the family with the relative power attributed used to control the
interactions and decision making (Davis et al, 2002).
The Nursing Mutual Participation Model of Care can be compared to the Partnership
Model which is based on acknowledging the control which families have in a
relationship as they initiate the relationship when seeking assistance initially, can
chose which aspects they wish to follow and can terminate the relationship whenever
they desire (Davis et al, 2002). Using the elements of the partnership model: working
together, sharing power, complementary expertise, mutual respect, open
communication and negotiation; the Nursing Mutual Participation Model of Care
given above provides direction to the nurse in a paediatric setting to assist in forming
the partnership to enable families to participate in decision making.
It needs to be acknowledged that forming a partnership with families may take time
which is a concern with the current shortage of nursing staff and financial restraints
in the health system (Callery, 1997a; Davis et al, 2002). Active listening is also
potentially more tiring and can be more demanding emotionally. These potential
difficulties can be overcome by some service changes and careful selection of staff
(Davis et al, 2002). Increased resources, the selection of staff who have the qualities
of emotional strength and communication skills or the provision of resources to train
staff in those areas are required for a partnership model of care to be reality in rural
hospitals in Western Australia.
If this form of communication was to be followed, there would be a greater chance
that the child’s normal routine would be adhered to as the parents would be able to
keep the nurses informed of the child’s routine and it would be documented in the
plan of care. Parents may ask to participate in nursing care thus raising nurses’
awareness of this aspect of involvement in care. This should decrease the difference
between parents’ and nurses’ perceptions of delivery of care as parents’ expectations
are now being discussed at least daily.
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Parent Feedback
A further recommendation is to obtain feedback from families about the care they
received. This study identified gaps between parents’ and nurses’ perceptions of
delivery of family centred care. One way to reduce this gap is for nurses to obtain
feedback from families. The model of communication discussed earlier includes an
informal approach to obtaining feedback by eliciting parents’ expectations of care
and being able to assist in meeting those expectations. This would start to reduce the
gap between the parents’ expectations and the nurses’ perceptions of care delivered.
A more formal way of evaluating parents’ experience is to use a parent satisfaction
survey. The survey needs to ask questions pertaining to family centred care and
whether parents’ expectations were met. Parents’ opinions are a critical measure of
the achievement of goals (Marino & Marino, 2000) and consumer perceptions, in this
case parents, correlate well with objective measures of health care quality (Wadhwa,
2002). As previously stated (page 99), the influence of consumers’ perceptions is an
aspect that is being increasingly recognised for its importance to health care quality
(Urden, 2002; Wadhwa, 2002). As the HDWA patient satisfaction surveys are not
specific to the care of children and do not pertain to the delivery of family centred
care, a satisfaction survey for parents is required. Collaboration between nurses and
parents about nursing practices and nursing care that was tailored to parents’ needs
were most strongly associated with overall parental satisfaction in a large study by
Marino and Marino (2000) so the survey should include questions relating to these
aspects of care. This would provide formal feedback direct to the hospital which
would enable each hospital to tailor care and facilities to families’ identified needs.
This should be completed following discharge to avoid the concern that hospitalised
families may not answer accurately in fear of staff retaliation and undertaken within
one to four weeks post discharge from the hospital to maximise accuracy by being
administered as close to the service encounter as possible (Urden, 2002).
Consumer Representation
The process of collaboration between the health care consumer and the hospital
should be facilitated through the involvement of children, parents and community
groups in continuous quality improvement and community advisory committees. As
parents indicated that they were not included in decisions about policies and
practices that affected children’s hospitalisation, the assumption was made that
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children also were not consulted. Individual hospitals need to invite and include the
children and parent’s perspectives of care when revising hospital policies and
procedures that influence care. Consumers need to be actively involved in working
with health professionals for the purpose of influencing decision making processes to
bring about changes to health care, health services and the health care system
(Johnson, 2001). The increasing emphasis on the role of the health care consumer
within the health care system, has empowered ‘health consumers’ to develop greater
knowledge of their rights (AWCH, 1992). The Guidelines for Maternal and Infant
Care Services which are incorporated into the Evaluation and Quality Improvement
Program (EQuIP) of the Australian Council of Healthcare Standards (ACHS, 1999)
recognise consumer involvement in healthcare facilities activities as a standard and
criterion for improving performance. Consumer satisfaction is identified as one of
the clinical indicators which may be used as a measure of management and outcome
of patient care (ACHS, 1999). The Association for the Welfare of Child Health
(formerly the Australian Association for the Welfare of Children in Hospital) is an
organisation which represents families and is available for consultation on issues
relating to hospitalised children and care of families if a local representative is
unavailable in the smaller districts.
This study was specifically looking at parents’ perceptions of family centred care.
However, it is the child who is the direct recipient of care and it is their best interest
to which is strived. Children have the inherent right to express their views about
things that affect them and to participate in communities, programs and services for
children (United Nations, 1989). As Australia has ratified the United Nations
Convention on the Rights of the Child it is imperative that children are enabled to
live in accordance of the Convention by being included in planning hospital policies
and practices that impact on them and providing them the opportunity to comment on
their hospitalisation.
Facilities
There is a need to improve facilities in hospitals, particularly district hospitals, to
enhance family centred care. Although hospitalised children form a small proportion
of inpatients in district hospitals, an effort needs to be made to increase the family
focus of these hospitals. If the hospital is prepared to accept children as inpatients,
there should be an adequate budget allocated for the care of those children. Hospital
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managers should ensure facilities are available for provision of an appropriate
environment that enables children to be nursed in a room apart from adults and also
for an adequate play area and equipment. To augment the budget allocated from the
government, funding may be found by lobbying local community groups who are
often able to support the local hospital. Another source is the Variety Club of
Australia whose mission is the health and welfare of children and who have assisted
financially with building and redecorating many children’s wards in Western
Australia in recent years.
The room decorated appropriately for children, should be large enough for a parent
to sleep in with their child. A bed should be available for parents to sleep in if the
child’s hospitalisation is longer than one night to promote adequate rest for the
parent.
A system for the supply of meals to parents so that parents do not have to leave their
child also should be considered. It may be that provision of a microwave oven on the
ward so parents can heat up food that has been brought in for them, is appropriate.
Consideration should be given to introducing a system where parents are able to
order a meal through the hospital’s catering service and the meal is delivered to the
ward. Parents are then billed for the cost of the meals as many parents find they do
not have any money with them when their child is hospitalised. In larger hospitals
where volunteers visit wards with a trolley, a choice of nutritious meals and fruit for
parents to purchase could be available so parents do not have to leave the ward.
Parents often wish to make a phone call particularly on admission to arrange other
tasks yet they do not want to leave their sick child. The availability of a cordless
phone provides the opportunity of a phone call without leaving the child and also the
opportunity for a private conversation during a stressful time. These modifications
meet with the EQuIP standards (ACHS, 1999) to minimise the impact of admission
on the family by integrating the family unit as much as possible.
Support
As well as extra facilities, extra staff are required when caring for children. Children
require different patterns of nursing from adult patients which often means more
staff. Callery’s (1997a) study found that when parents were encouraged to be
resident within the ward, they became co-clients and caring for parents was a hidden
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part of paediatric nurses’ work. Thus, caring for parents needs to be a recognised part
of the nurse’s role and included in the determination of staffing levels and skill mix
to enable family centred care to be delivered as required. Forming a partnership
between parents and nurses to enhance effective communication and provide family
centred care, also requires more time (Davis et al, 2002) therefore an increase in
staffing levels is required to adequately care for children and families.
Identification of those parents with no social support should be sought on admission.
Where nurses use an admission ‘check list’, the addition of an extra question relating
to family support will remind nurses to consider this when a child is admitted.
Having identified the lack of social support, then further interventions can be
implemented where needed to assist those parents with the tasks of caring for their
hospitalised child and continuing their other roles.
Advocacy
Enabling the parents to speak with the doctor by implementing various strategies is a
further recommendation. Although information about this aspect of the nurses’ role
was not sought within this study it was apparent from the comments in the open
ended questions volunteered by parents that they frequently had difficulty in
accessing information from their child’s doctor. If nurses are aware of this difficulty
for parents they can advocate for the families. Strategies that may be considered are
enabling the parents to speak with the doctor at the doctor’s surgery by telephone,
encouraging the doctor to be consistent in the time that he/she visits the hospital or
organising a meeting time with the family and doctor, and ensuring the doctor is
aware of the importance of communicating with the family when the family are
seeking information or reassurance. Persistence by the nurses may change the
doctors’ behaviour.
Pre-admission Package
Providing information to parents prior to their child’s booked hospital admission is
another recommendation. As an in-house preadmission program is not appropriate in
many circumstances for booked admissions, a suitable mode of providing
information would be a package posted to families which could give all the relevant
information. As well as providing information about parental participation in care,
meals, accommodation, any costs, parking, possible impact of hospitalisation on the
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family and any relevant hospital policies and practices, information should be
included for the child where developmentally appropriate. Evidence supports the
sharing of relevant knowledge and information as central to family empowerment
when children are hospitalised (Robertson, 1995; Swanwick, 1995) and preadmission information provides the opportunity for children to explore their beliefs
about hospitals with their family who can then correct any misconceptions which
should reduce the stress associated with hospitalisation (Stone, 2000).

Implications for Education
Ongoing professional education of nurses should be encouraged and supported by
hospital managers. Managers need to acknowledge that ‘children are not little adults’
and recognise the specialist care that children and families require when sick. Nurses
would appreciate the financial support from managers when making a commitment
to attend relevant educational programs.
Those who provide the education need to emphasise the psychosocial aspects of
nursing children in conjunction with the medical aspects of care. Aspects of care that
this study showed were not attended to consistently were the impact of
hospitalisation on families, particularly for siblings and the importance of
maintaining routine for the child. These could be incorporated within the umbrella of
any topic that was being presented so that the importance of such aspects of care are
heightened.
One suggestion by a respondent in this study was a poster-education scheme where
posters are designed on aspects of care and circulated through hospitals. Another
suggestion was for a ‘buddy system’ where a relationship is developed between two
nurses, one in a district hospital and one in another hospital, and information is
exchanged regularly. Coordination of these ideas could be undertaken by either the
tertiary paediatric hospital in the state or the Association of Paediatric and Child
Health Nurses (WA).
As nurses perceive they have inadequate skills to address families’ social problems
that may be identified during the hospitalisation, they therefore need to know the
resources to which to refer the families when a social worker or psychologist is not
available. Ensuring there is a list of resources that are available within the region so
families can be referred is one strategy. Liaison with and/or referral to the
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Community Child Health Nurse is another strategy to assist the family as they are
often better able to assist with counselling and interpersonal relationships for families
due to their education, experience and role.

Areas for Further Nursing Research
Family centred care is practiced in the belief that it improves outcomes for
hospitalised children. The interpretation of the results of this study are limited as it
only sought parents’ perceptions and not the perceptions of the children who had
been hospitalised and other family members for example, siblings which would have
enhanced the understanding of the provision of family centred care. Contemporary
thinking, particularly within the United Kingdom, now includes children’s
perceptions of their hospitalisation however, the average age of the hospitalised
children whose parents were included in this study was less than four years of age.
This precluded the majority of children in this study from being able to complete a
questionnaire. Studies were identified where researchers have interviewed children
between five to twelve years of age seeking their perspective on parental
participation but these were not in Australia so it is timely to seek children’s
perceptions of their hospital care in this country. This would also adhere to the
United Nations Convention on the Rights of the Child (1989) which was ratified by
Australia and the recent document ‘Vision for Children in Western Australia’
(NIFTeY, 2003) by ensuring all children are consulted, participate in and, where
appropriate, act on any decisions that affect them so they are shown respect.
On the basis of the findings from the psychometric tests on the subscales it is
recommended that these modified instruments be refined and undergo additional
testing to derive valid and internally consistent indicators of family centred care for
parents and nurses. As several items on the parents’ questionnaire - 18 and 41 - did
not demonstrate satisfactory item internal consistency and items 15 and 49 did not
demonstrate satisfactory item discriminant validity, further studies with larger
samples are required to validate inclusion of these items in the hypothesised scales if
these scales are to be used regularly.
The primarily quantitative nature of this study has highlighted a number of aspects of
family centred care that were not being provided consistently. These need to be
explored in more depth using qualitative research methods. For example, while this
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study gives some indication that children’s usual routines were not being followed,
further information needs to be elicited to ascertain which aspects of the child’s
routine were disrupted and whether it was related to budgetary constraints, catering
or cleaning schedules or whether nursing staff are unaware of the importance of this
aspect of a child’s care. Also, this study identified that parents who had no social
support when their child was hospitalised perceived they received family centred
care at a statistically significantly lower level than did those who had social support.
This requires further exploration to identify why they perceived this and which
aspects of care these parents particularly required. Further research could explore the
lack of awareness by nurses that parents want to provide nursing care to their child.
Another potential area for research is the evaluation of some of the strategies
suggested to improve family centred care in this chapter. Of particular interest would
be a study to ascertain whether the introduction of the modified Nursing Mutual
Participation Model of Care (Curley, 1988) recommended earlier, improves
communication between parents and nurses and leads to a partnership model of care
being established.

Conclusion
The importance of delivering family centred care when a child is hospitalised has
been advocated since the Platt Report in 1959 (Department of Health and Social
Security). Many studies from North America, United Kingdom and Australia have
shown there are difficulties with the delivery of this care and demonstrated that
nurses believe they are providing family centred care when parents do not believe
they are receiving it to the same extent. This study showed that parents and nurses
from rural hospitals in Western Australia have perceptions consistent with earlier
studies. Although they both believe family centred care is delivered when a child is
hospitalised, there were aspects of care that could be improved. One area identified
was that nurses ask parents about their participation in the child’s care on admission
but do not follow this up each shift or at least daily when it is recognised that
parents’ needs related to this aspect of care change during their child’s
hospitalisation. Also, although nurses provide the direct care to the child they are far
less likely to support the parents so they can care for themselves or attend to other
tasks that they may have thus adding to the stress and exhaustion that parents already
feel. Nurses may become aware of these needs if they improve their communication
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with parents and become more collaborative in their provision of care. However,
despite the lack of adequate staff and equipment, the additional roles that rural nurses
frequently have to attend, and in some cases, the infrequent opportunities to nurse
children, nursing care that is family centred is provided to families in rural Western
Australia.
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