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Abstract
Background: Despite safety and quality policies incorporating carer involvement in acute hospital
processes, little research has investigated the experience of carers’ contributions to patient safety.
Method: Using a Constructivist Grounded Theory methodology, 32 intensive interviews were
conducted with carers who had patient safety concerns for their relatives from a recent hospital
stay. Interviews were transcribed and analysed using the constant comparative method
simultaneously with data collection, collection ceasing when theoretical saturation was reached.
Results: Carers played a significant and unique role in acute hospitals, engaging in the process of
‘patient-safety caring’. A theory of the process is presented, involving the following three intensities
of patient-safety caring: ‘caring without concern’ (low intensity), ‘being proactive about safety’
(moderate intensity) and ‘wrestling for control’ (high intensity). Wrestling for control was associated
with low trust and a high sense of personal responsibility whereas contributing without concern was
associated with higher levels of trust and lower levels of personal responsibility. Carers acted with
the same or varying degrees of intensity over the course of the hospitalisation.
Although wrestling for control heightened the level of protection from harm for the patient, it also
resulted in negative consequences for the carer and their interactions with health practitioners.
Resistance and obstruction from staff was common.
Discussion: This theory of patient-safety caring proposes that carers can provide continuous, broadspectrum protection from harm at varying levels of intensity. Carers’ safety contributions were
underpinned by their unique knowledge of the patient and time spent at the patient’s bedside.
Innovation in safety and quality policies is needed to improve staff recognition and acceptance of
carers’ contributions to avoid shifting an unreasonable degree of responsibility for safety to carers.
Conclusion: Adoption of partnership and patient-centred care models could lead to improved
patient safety outcomes, better staff-carer relationships, and reduced safety responsibility for
carers.

9

Statement of authorship

Except where reference is made in the text of the thesis, this thesis contains no material published
elsewhere or extracted in whole or in part from a thesis accepted for the award of any other degree
or diploma. No other person's work has been used without due acknowledgment in the main text of
the thesis. This thesis has not been submitted for the award of any degree or diploma in any other
tertiary institution.
All research procedures reported in the thesis were approved by the La Trobe University Human
Research Ethics Committee (approval number 13-069).

Bronwen Merner
12 September 2017

10

Chapter 1: Introduction

This thesis presents an in-depth study of carers’ contributions to patient safety in acute hospitals in
Australia. Carers are defined as “People who provide unpaid care and support to family members
and friends who have a disability, mental illness, chronic condition, terminal illness or general frailty”
(Australian Commission on Safety and Quality in Health Care, 2012b, p. 7). It is argued that carers,
who already make a significant contribution to health care (and society), may also be helping to
improve patient safety for hospital patients, particularly for vulnerable patients. Patient safety is
“the reduction of risk of unnecessary harm associated with healthcare to an acceptable minimum”
(Runciman et al., 2009, p. 21). Although carers are increasingly recognised as important stakeholders
in patient safety policy, there is limited evidence about how carers experience and perceive their
safety contribution. An in-depth study, as presented here, is therefore required to understand
carers’ patient safety contributions so that policy and practice approaches aimed at reducing
healthcare-associated harm may be better suited to their needs. For the purposes of this thesis, the
carer population will be limited to adults caring for adult patients.

1.1 Research context
In 2015, 2.7 million Australians identified as carers, 1 accounting for 12 per cent of the total
Australian population (Australian Bureau of Statistics, 2015). Carers most often are close family
members, thus the people they support are described as ‘relatives’ in this thesis. The number of
carers in Australia (and internationally) has grown significantly over the past 40 years, primarily due
to the transition from institutional to community care for people with disabilities, mental illness or
frailty (Allen, 2000; Harvey & Yoshino, 2006; House of Representatives Standing Committee on
Family, Community, Housing and Youth, 2009; Parker & Clarke, 2002; Power, 2010). The growth in
numbers of carers has also been influenced by other factors, such as the ageing population and
1

In the survey, a carer was defined as “a person who provides any informal assistance, in terms of help or
supervision, to people with disability or older people (aged 65 years and over). Assistance must be ongoing, or
likely to be ongoing, for at least six months” (Australian Bureau of Statistics, 2015). Because this definition was
more limited than the Commission’s definition which I am using for this research, the figures quoted may
under-represent the number of equivalent carers in Australia.
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increased budgetary pressures on governments (Allen, 2000; Parker & Clarke, 2002; Power, 2010).
As the number of carers continues to increase, their contributions to the health and well being of
the people they support, as well as society more generally, are increasingly being recognised.
One area of health policy in which carers are increasingly acknowledged, especially in Australia and
the United Kingdom, is patient safety. The World Health Organization, which uses Runciman’s
definition of patient safety presented above (i.e. patient safety is “the reduction of risk of
unnecessary harm associated with healthcare to an acceptable minimum”) outline that unnecessary
healthcare-associated harm includes diseases, injuries, suffering, disabilities and deaths that arise
from the provision of health care, and not the underlying medical disease or condition (Runciman et
al., 2009). Harm can result in hospital from any number of events or incidents, such as surgical
mistakes, administration of incorrect medication, falling out of bed, developing a pressure ulcer or
developing a hospital-acquired infection. Harm can also be caused by communication breakdowns
among health practitioners (i.e. ‘the staff’) as well as among staff and patients, their carers and
family members.
The emergence of healthcare-associated harm as a significant health policy issue occurred with the
publication in 1999 of To Err is Human, a report about patient safety in the USA healthcare system
(Kohn, Corrigan, & Donaldson, 1999). The report concluded, alarmingly so for the public, that deaths
from medical errors in the USA in any given year exceeded those of either motor vehicle accidents,
breast cancer or AIDS. Other hospital-based adverse event studies reinforced the magnitude of the
problem internationally, showing approximately nine per cent of hospitalisations resulted in
healthcare-associated harm (de Vries, Ramrattan, Smorenburg, Gouma, & Boermeester, 2008). Of
these, a significant proportion was classified as preventable.

1.2 Statement of problem
Despite dedicated efforts to improve patient safety over the past 20 years, preventable healthcareassociated harm in hospitals remains a significant health policy issue (Daly & Mort, 2014; Lamont &
Waring, 2015; Landrigan et al., 2010; Leistikow, Kalkman, & de Bruijn, 2011; Wachter, 2010). Those
most at risk of harm include people with communication disabilities, intellectual disabilities,
dementia and frailty (Bail et al., 2015; Bartlett, Blais, Tamblyn, Clermont, & MacGibbon, 2008;
Rothschild, Bates, & Leape, 2000; Thornlow, 2009; Tuffrey-Wijne et al., 2014). These particular
patients may rely on a carer to support them during the admission. Carers are well placed to support
12

patients vulnerable to harm in hospital, as they have a particular interest in the patient’s welfare,
and, through extended periods spent at the patient’s bedside, witness most care provision.
Reflective of the potential value of carers’ contributions to patient safety, health policies in Australia
(and similar countries) have increasingly recognised carers as a key stakeholder group in preventing
harm in hospitals. Such policies encourage hospital staff to partner with carers, and include them in
specific aspects of safety, such as falls prevention and responding to clinical deterioration (Australian
Commission on Safety and Quality in Health Care, 2012b). Despite this recognition in patient safety
policy, there is very limited in-depth research about how carers’ perceive and actually experience
their patient safety contribution.

1.3 Research question
In this research, I ask the question “How do carers contribute to the patient safety of their relatives
in the hospital setting, and how does their contribution change over time?” To address this question,
I will use Constructivist Grounded Theory methodology to understand the process of carers’
contributions to the patient safety of their relatives in hospitals, from the carers’ perspective.
Constructivist grounded theory methodology, developed primarily by Charmaz (1990, 2003, 2006,
2008a, 2008b, 2011, 2014) is a qualitative research approach informed by symbolic interactionism.
As such, the methodology assumes human experience consists of process and change rather than
stability and continuity. With emphasis on process rather than discrete events, this research aims to
gain insight into the events preceding and following carers’ contributions to safety—as well as the
contributions themselves—to understand why carers contribute to patient safety in the way they do
(Cuff, Sharrock, & Francis, 1990). Understanding the process of carers’ contributions to safety, from
the carer’s perspective, will require achievement of the following objectives:
1. To understand the pre-conditions needed for carers to contribute to patient safety in the
hospital setting;
2. To explore how carers contribute to patient safety in the hospital setting;
3. To analyse the social conditions that may change how carers contribute to patient safety
over the course of the hospital admission;
4. To gain insight into the factors that accelerate, impede or delay carers’ contributions to
patient safety in the hospital setting; and
5. To investigate the consequences for carers of contributing to patient safety in the hospital
setting.
13

Some restrictions will apply to the scope of this research. Firstly, the research will focus only on adult
carers of adult patients, rather than adult carers of children, who were considered too dissimilar due
to parental rights. In addition, the research will focus on carers’ contributions to patient safety at the
individual level (by the patient’s bedside), rather than at the organisational or policy levels (for
example, carer representation on hospital boards or committees).
The data collected for this research will consist of 32 intensive interviews with carers of adult
patients admitted to hospitals in Victoria (primary site), the Australian Capital Territory and New
South Wales. Consistent with Constructivist Grounded Theory methodology, data will be collected
and analysed simultaneously in an iterative process until theoretical saturation is reached. Data
analysis will include coding, memo-writing, theoretical sampling and the constant comparative
method. A theory that aims to understand the process of carers’ contributions to safety will be
produced from the analysis.
Although carers are currently included as important stakeholders in patient safety policy, there is
limited evidence about how carers experience and perceive their safety contribution. Without
carers’ perspectives, it is difficult to know if current policy and practice approaches to involving
carers in safety are appropriate. Because this research will comprise the first in-depth study of the
process of carers’ contributions, it is anticipated the resulting theory will contribute to the evidence
base informing approaches to partnering with carers for patient safety. By providing evidence about
carers’ perspectives, this study may assist health service policymakers, health service managers and
practitioners to tailor their strategies for facilitating carers’ involvement in safety. It is anticipated
that facilitating carers’ contributions will assist in reducing the rates of unnecessary healthcareassociated harm in hospitals.

1.4 Overview of chapters
This thesis is comprised of 11 chapters (including this Introduction). In Chapter 2, a detailed
argument for examining carers’ contributions to patient safety, from the carers’ perspective, is
outlined. I begin by introducing the (conflicted) concept of being a carer, and profile the growth in
the carer population in recent times. I then move to the problem of healthcare-associated harm, and
argue that current solutions have not resulted in the expected gains to patient safety. Combining
patient safety and carers, I then propose carers as part of a potential new solution to healthcareassociated harm, due to the nature of their relationship with the patient and the role already
constructed for them within patient safety policy.
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Chapter 3 is a literature review, informed by Cochrane and Joanna Briggs Institute (JBI) methods, of
the qualitative studies analysing carers’ contributions to patient safety. After overcoming some
complex methodological challenges, only three qualitative studies describing carers’ involvement in
patient safety are found. Although useful, it is determined these studies are limited by their small
sample sizes and the highly specialised nature of the carer populations included. It is concluded
further research is needed, including populations of carers supporting a broader range of patients,
to provide an in-depth understanding of how carers’ perceive and experience their contribution to
patient safety, and also how this contribution changes over the course of the admission.
Chapter 4 details the methodology for this research. In the chapter, Constructivist Grounded Theory
methodology, a qualitative research approach, is argued as the most appropriate methodology for
answering the research question. The methods of the research are then described, including ethical
considerations and recruitment of participants, as well as the data collection and data analysis
methods.
Chapter 5 is the first of five chapters describing the results of this research. The chapter commences
with an outline of the Constructivist Grounded Theory developed from the data, which identifies and
interprets the process of ‘patient-safety caring’. This process consists of the following three
intensities of patient-safety caring: ‘contributing without concern’ (low intensity), ‘being proactive
about safety’ (medium intensity), and ‘wrestling for control’ (high intensity). After briefly outlining
the theory, I commence my detailed analysis of the process by explaining the pre-conditions
necessary for engaging in patient-safety caring. These pre-conditions are ‘knowing the patient’ and
‘being there’.
In Chapter 6, the lowest intensity of patient-safety caring ‘contributing without concern’ is
described. Contributing without concern is shown to relate to a high level of trust in health
practitioners and a low awareness of patient safety issues. Carers who contribute without concern
engage in a limited range of patient safety actions, and can feel guilty if the patient experiences an
error in their care.
Chapter 7 analyses ‘being proactive about safety’, or medium intensity patient-safety caring. Carers
at this level have lost some trust in health practitioners to keep the patient safe from harm, and thus
engage more proactively and with a wider range of patient safety actions. These carers often feel a
growing responsibility for the patient’s safety whilst simultaneously experiencing their concerns
being dismissed by health practitioners.
15

In Chapter 8, the highest intensity of patient-safety caring, known as ‘wrestling for control’ is
explored. Carers at this level tend to mistrust health practitioners and therefore feel completely
responsible for protecting the patient from harm. This means they engage in very assertive safety
actions, including getting angry with health practitioners and defying their instructions. These carers
have the most success at preventing medical errors and harm; however, they too experience
substantial negative consequences, including hostility from the staff.
Chapter 9 provides an analysis of the key factors that accelerate, delay or impede the process of
patient-safety caring. The main accelerators include perceiving the patient as particularly vulnerable
and carers’ feeling confident in their own knowledge. Examples of factors delaying the process are
the carer needing to ‘pick their battles’ with the staff and becoming exhausted. The main
impediment to patient-safety caring is difficulty accessing staff on the ward with whom to
communicate safety concerns or gather the required information.
The thesis is drawn together in Chapter 10 and 11. Chapter 10: Discussion commences with an
analysis of the main findings of the research in the context of the contemporary literature. These
findings are that carers provided broad-spectrum protection from harm, that health practitioners’
responses were critical in shaping carers’ contributions and that carers experienced both positive
and negative consequences of engaging in patient-safety caring. Chapter 10 then outlines the
implications of the findings for patient safety policy and practice. Finally, the strengths and
limitations of the research are discussed, as well as recommendations for future research directions.
In Chapter 11: Conclusion, I demonstrate how I fulfilled the aim of my research, and in particular,
argue for the significance of my findings.
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Chapter 2: Background: Carers and the patient safety challenge

2.1 Introduction
This chapter will define carers, their importance to patient safety and how they are represented in
international, and particularly, Australian patient safety policy. When a patient is admitted to
hospital, they may be unable or unwilling to advocate for themselves due to their acute illness,
another underlying condition or frailty. In these situations, carers typically become the buffer
between the patient, health care, and in some instances, healthcare-associated harm. Despite the
substantial potential for carers to assist, patient safety approaches (particularly the systems
approach) traditionally ignore the safety contributions of carers. Contemporary developments in
patient safety policy, particularly in Australia, aim to encourage engagement of carers in patient
safety by requiring hospital staff to include carers in managing various safety issues. This suggests, at
a policy level at least, carers’ potential as safety contributors is recognised. But are policy attempts
to engage carers in safety a reality, or is policy ahead of practice?

2.2 The context of caring
2.2.1 Defining carers as a population
According to the Australian Commission on Safety and Quality in Health Care (2012b, p. 7) (the
Commission), carers are: “People who provide unpaid care and support to family members and
friends who have a disability, mental illness, chronic condition, terminal illness or general frailty”.
This definition, which is similar to others used internationally, is prefaced on a personal relationship
that exists as part of social and informal networks, rather than care provided through regulated or
paid service providers. The Commission’s definition of carer will be used to define the population for
this research.
The term ‘carer’ was first used in the 1970s and 1980s by feminist scholars to make visible the
previously hidden and taken-for-granted caring responsibilities assumed by women as part of their
everyday family lives (Parker & Clarke, 2002; Sadler & McKevitt, 2013). In addition, the 1970s saw
17

increasing numbers of people with chronic disabilities and mental illness de-institutionalised and
moved into the community, typically into the care of family members (Heaton, 1999). This led to the
establishment of formal carers’ organisations (such as Carers Australia, Carers UK and the Family
Caregiver Alliance in the USA) who co-opted the term to argue for recognition and support for the
unique needs of their members (Yeandle, Kröger, & Cass, 2012). In response, government policy
approaches also started to use the term ‘carer’ to recognise carers as a specific group in need of
support (see Department of Health (Victoria) (2011)).
It is important to acknowledge that throughout its brief history, ‘carer’ (or ‘caregiver’ in the USA) has
been a contested term. Some disability academics and activists argue the term ‘carer’ is oppressive
and connotes dependence (Fine & Glendinning, 2005). The term is also resisted by some who ‘care’
for a relative, as they believe it obscures the relationship (e.g. as a partner, a daughter, a parent etc.)
that precedes their caring role. Additionally, it is argued that use of the term ‘carer’ fails to recognise
the reciprocal nature of relationships (Parker & Clarke, 2002). Thus, a woman with a disability may
provide significant amounts of ‘care’ in the home, but require her own ‘care’ in certain parts of her
daily life.
I accept the term ‘carer’ is a social construct and potentially problematic. However, I have chosen to
use it (and the Commission’s definition of it) in this research for two reasons. Firstly, this research is
being conducted within the field of health services research (Lohr & Steinwachs, 2002). Therefore,
using the term ‘carer’ in a manner consistent with the Commission will assist in illustrating the
relevance of this research to existing patient safety policy and practice. Secondly, as many of the
peak bodies representing those who provide care, both within Australia and internationally, use the
term ‘carer’, I feel using the same term will also help in communicating the research in the broader
sphere of carer policy and practice, as well as connecting the findings to research in these settings.
For these reasons, throughout this research project, participants are referred to as ‘carers’.

2.2.2 Extent and nature of caring in Australia
As stated earlier, there were 2.7 million carers in Australia in 2015, equating to 12 per cent of the
total Australian population (Australian Bureau of Statistics, 2015). Of Australia’s carer population,
females were slightly more numerous (56 per cent), as were those aged between 45 and 54 years
(21 per cent). Major reasons for assuming the role of carer were a sense of family responsibility,
belief that others could not provide better care, and feeling emotionally obligated to take the role
(Australian Bureau of Statistics, 2015). Such reasons for providing care to another person reflect the
18

common ‘prior’ relationship between carer and care recipient: family. Carers are most often close
family members, with nearly 71 per cent of carers living with the person or people to whom they
provide support (Deloitte Access Economics, 2015).
Over the last 40 years, the number of carers in Australia (and internationally) has grown significantly.
A key reason for this growth has been the transition towards community care for people with
disabilities, mental illness or frailty (Allen, 2000; Harvey & Yoshino, 2006; House of Representatives
Standing Committee on Family, Community, Housing and Youth, 2009; Parker & Clarke, 2002; Power,
2010). In addition to the previously mentioned de-institutionalisation process, the increase in
community care has been influenced by the ageing population, increased budgetary pressures on
governments, criticisms of contemporary institutionalisation and a growing focus on self-reliance
and the importance of family (Allen, 2000; Parker & Clarke, 2002; Power, 2010).
These social, demographic, economic, political and healthcare system-related trends combine to
create ‘care situations’ that span the range of human relationships and vary widely in duration.
Different caring relationships include (but are not limited to) a spouse caring for a partner with a
chronic illness, an adult son caring for a frail elderly parent, a person caring for a close friend with a
mental illness or a parent caring for an adult child with a disability. Depending on the situation,
caring may be for a short or long duration (or intermittent), and some may be carers for more than
one person simultaneously (House of Representatives Standing Committee on Family, Community,
Housing and Youth, 2009). There is also substantial variation in the intensity of support provided by
carers, with some carers providing constant care (and potentially receiving a formal government
subsidy) to those providing occasional care. In my research, I will incorporate a range of different
caring relationships, intensities and durations.
In economic terms, the contribution of carers to society is substantial. It is estimated that Australians
provided AUD 60.3 billion in unpaid care in 2015; as such, the value of informal caring to the
Australian economy was 3.8 per cent of gross domestic product (GDP) (Deloitte Access Economics,
2015). The significance of this economic contribution is readily apparent when compared to
Australia’s total direct healthcare expenditure of 10.0 per cent GDP (Australian Institute of Health
and Welfare, 2016). When compared to the value of informal care (as a proportion of GDP) in other
countries, Australia is middle-ranking: higher than France (0.3 per cent GDP), Canada (1.8 to 1.9 per
cent GDP) and the USA (3.2 per cent GDP), but lower than New Zealand (5.0 per cent GDP) and the
United Kingdom (7.4 per cent GDP) (Deloitte Access Economics, 2015).
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Despite the substantial economic value of their collective efforts, many Australian carers feel they
are unrecognised and undervalued (House of Representatives Standing Committee on Family,
Community, Housing and Youth, 2009). To officially recognise carers, the Australian Parliament
passed the Carers Recognition Act 2010, which is similar to legislation in other jurisdictions. 2 Other
policy initiatives, such as providing assessments and support (including financial support) for carers’
needs (in addition to those of patients) have also been introduced. 3
In this section, I have explained that the definition of carers as the population for this research has
been selected for consistency with Australian patient safety policy. An appreciable (and increasing)
proportion of the Australian population consider themselves carers and factors such as an ageing
society, and the move towards community care will mean that carers make a significant contribution
to society. The recognition of carers as a distinct group in public policy is increasing, with recent
legislation in Australia and elsewhere formally recognising carers and the role they play. In the next
section, I will explore whether this recognition is also present in a field of significant health policy
importance: patient safety.

2.3 Patient safety
Since the 1990s, it has become increasingly clear that contrary to their image as a place of healing,
hospitals may also be places of harm (Emanuel et al., 2008). A seminal event in the increased
awareness of such healthcare-associated harm was the publication of To Err is Human, a report by
the USA Institute of Medicine (Kohn et al., 1999). To Err is Human contained various statistics about
the magnitude of deaths associated with medical errors occurring every day in the USA healthcare
system. Most alarmingly to the public (via media coverage of the report’s release) was its overall
conclusion that deaths from medical errors in any given year (at least 44,000 deaths) exceeded those
caused by motor vehicle accidents (43,458 deaths), breast cancer (42,297 deaths) or AIDS (16,516
deaths), all of which were major public preoccupations. The report, and its successors, continue to
stimulate discussion and research about healthcare-associated harm (Stelfox, Palmisani, Scurlock,

International examples include 1995 Carers Recognition and Services Act (UK) and 2001 National Family
Caregiver Support Act (USA).
3
Carer allowances in Australia and the UK provide supplementary income for eligible carers who are unable to
work full-time due to their caring responsibilities (Australian Government Department of Human Services,
2016; Gov.uk, 2015). In the USA, under Federal Medicaid law, low income family members may be eligible to
become legally paid caregivers to Medicaid recipients (Family Caregiver Alliance National Center on Caregiving,
2016; Power, 2010).
2
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Orav, & Bates, 2006). Before moving forward with this discussion, I will discuss the various meanings
of patient safety.

2.3.1 The meaning of patient safety
Healthcare organisations have defined patient safety and its related concepts so that progress is
made with researching and addressing the problems; however, understanding or use of this
terminology may not be universal. The meaning of patient safety, and related terms, may differ
between those involved in health and patient safety discourse and the discourse of people actually
using health services (including carers). Terminology used in patient safety discourse is often
technical and specific, whereas people who use health services may define the terms more broadly
and based on their own experiences. Some of these differences, and their implications for this
research, are discussed below.
In 2009, the World Health Organization’s World Alliance for Patient Safety (the Alliance) undertook a
project to develop an International Classification for Patient Safety. The project aimed to provide a
uniform classification of patient safety concepts so that the reporting and analysis of patient safety
information from disparate health systems could be improved (Sherman et al., 2009). The Alliance
drafting group included consumer advocates, but most participants were experts in patient safety,
health informatics, classification theory, law and medicine. The Alliance agreed on the following
concepts and definitions (Runciman et al., 2009, p. 21):
•

Patient safety: “the reduction of risk of unnecessary harm associated with healthcare to an
acceptable minimum”;

•

Harm: “an impairment of structure or function of the body and/or any deleterious effect
arising there from, including disease, injury, suffering, disability and death”;

•

Healthcare-associated harm: “harm arising from or associated with plans or actions taken
during the provision of healthcare, rather than an underlying disease or injury”;

•

Patient safety incident: “an event or circumstance which could have resulted, or did result,
in unnecessary harm to a patient”;

•

Adverse event: “an incident that resulted in harm to a patient”;

•

Near-miss: “an incident which did not reach the patient”; and

•

Error: “failure to carry out a planned action as intended or application of an incorrect plan”.

21

Although the above definitions may be useful within the technical field of patient safety, carers and
patients may not necessarily share (or even understand) this terminology. For example, a carer’s
perspective on what constitutes harm and when it has occurred may differ from a health
practitioner’s perspective. A systematic review of patient-reported adverse events showed patients
had a broader understanding of what constituted adverse events than health practitioners (Harrison
et al., 2015). Patients and carers may also have difficulty understanding the term ‘medical error’
(Blendon et al., 2002) and may confuse the term with patient safety (Hibbard, Peters, Slovic, &
Tusler, 2005). The term ‘adverse event’ has also been criticised as a euphemism; obscuring the
meaning of what has actually occurred (Marriott, 2017; Tito-Wheatland, 2017).
Differences in meaning between people who use health services and patient safety experts also
extend to the broader field of healthcare quality. According to the Institute of Medicine (2001),
patient safety is a related, but separate concept to healthcare quality. Thus, although safety is the
first dimension of quality, high quality health care also needs to be effective, patient-centred, timely,
efficient and equitable. However, it is difficult for people who use the health system, such as carers,
to draw a sharp line between safety and more general quality concerns. As Vincent (2010, p. 40)
observed:
[…] patient experience of safety and quality, which may be strongly influenced by communication,
caring and staff attitudes, may not accord well with more technical assessments … This does not
mean that one of these perspectives is ‘correct’, simply that quality has many facets.

The implication of these issues in the context of this thesis is that I may need to use terms such as
adverse event and medical error interchangeably, particularly in the Results and Discussion chapters,
where carers’ words or understandings are used. Because a carer’s perspective of harm may be
different to my own, attempting to impose technical concepts onto their experiences would be
artificial and inconsistent with my aim to view patient safety from their perspective. Whilst
acknowledging the need for technical terminology when aggregating hospital-level patient safety
data, it is likely carers’ patient safety knowledge will come from experience, rather than formal
training. As such, distinguishing between the nuances of different patient safety terms, which have
been developed by experts, is not useful or appropriate for undertaking this research, as it may limit
interpretation.

22

2.3.2 Costs of healthcare-associated harm
Even though the meaning may differ, it is clear the costs of healthcare-associated harm are
significant for patients, carers, and their families. In a systematic review of patients and family
members’ experiences of adverse events, McVeety (2014) reported that patients often experienced
physical, emotional and financial consequences directly resulting from the adverse event. Moreover,
patients and family members often felt traumatised by the adverse event, the incident that caused
it, or both. Patients who experienced physical trauma and pain reported negative impacts on their
physical well being, lifestyle and future prospects. Physical harm also impacted on patients’ and
families’ emotional and financial well being. For example, when physical impairments affected a
patient’s ability to work, they experienced a reduction in income whilst having to meet additional
financial pressures from extra healthcare expenses. Family members were also impacted financially
when additional absences from work were required to support the patient. Another systematic
review of patient-reported adverse events showed patients reported the psychological impacts of
healthcare-associated harm often lasted much longer than the physical impacts (Harrison et al.,
2015).
Adverse events can also have a significant impact on the health practitioners involved (Stewart,
Lawton, & Harrison, 2015). Seys et al. (2013) conducted a systematic review in which it was
estimated up to half of all health practitioners experienced being a ‘second victim’ of an adverse
event at least once in their career. Feelings of guilt and psychological distress could negatively
impact on the health practitioner’s work and personal relationships and impair their future job
performance, potentially increasing safety risks for future patients.
Societal costs of adverse events in health care, particularly their economic consequences, are also
substantial. In the USA, the Institute of Medicine estimated the total national costs of preventable
adverse events (including lost income, lost household production, disability and healthcare costs)
were estimated to be between USD 17 billion and USD 29 billion annually (Kohn et al., 1999). In the
United Kingdom, preventable adverse events were estimated to cost GBP 1 billion annually just in
additional bed days (Vincent, Neale, & Woloshynowych, 2001). The wider economic costs, in terms
of lost working time and disability benefits, would increase the impact further (Vincent, 2010). In
Australia, Ehsani, Jackson, and Duckett (2006) showed patients who experienced an adverse event
had a longer length of stay compared to those who did not experience an adverse event. The study
also demonstrated patients experiencing an adverse event also had more than seven times the risk
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of in-hospital mortality. Incremental costs of adverse events accounted for 15.7 per cent of direct
hospital care costs, and an additional 18.6 per cent of total inpatient hospital budget (Ehsani et al.,
2006).

2.3.3 Extent and preventability of adverse events
Estimates of the extent of adverse events in hospitals vary across countries and individual studies.
National estimates of adverse events are generally calculated through medical record review using
technical patient safety classifications. The Harvard Medical Practice Study (HMPS) (Brennan et al.,
1991) was a significant study in developing methods for measuring adverse events in healthcare
organisations (Baker, 2004). It demonstrated that adverse events occurred in 3.7 per cent of
hospitalisations in New York State in 1984. Of these adverse events, 13.6 per cent led to the
patient’s death and a further 2.6 per cent caused permanent disability. Most adverse events
observed in the Harvard study were deemed preventable, particularly those caused by error or
negligence (Leape et al., 1991).
Following the HMPS, the Quality in Australian Health Care Study (QAHCS) was published (Wilson et
al., 1995). QAHCS showed that 16.6 per cent of hospital admissions in Australia during 1992 were
associated with an adverse event; of these, 51 per cent were considered to have had ‘high
preventability’ (Wilson et al., 1995). The difference in adverse event rates in the QAHCS (16.6 per
cent) and the Harvard study (3.7 per cent) are partly explained by methodological differences
between the studies; QAHCS focused on preventability, whereas the Harvard study focused on
negligence (Wilson et al., 1995).
Throughout the world, hospital-based adverse events studies in countries with health systems
similar to Australia have shown adverse events occur in approximately nine per cent of admitted
patients (de Vries et al., 2008). Of these adverse events, a substantial proportion was classified as
preventable (to varying extents). For example:
•

United Kingdom: an adverse event rate of 10.8 per cent was estimated, with a preventability
rate of nearly 50 per cent (Vincent et al., 2001);

•

New Zealand: the proportion of hospitalisations involving an adverse event was calculated as
12.9 per cent, with nearly 40 per cent considered preventable (Davis et al., 2002; Davis et al.,
2003); and
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•

Canada: the adverse event rate for hospitalisation was estimated at 7.5 per cent, with 36.9 per
cent of these regarded as highly preventable (Baker et al., 2004).

2.3.4 Systems approach to patient safety
Since the 1990s, there has been a profound change to the conventional approach to improving
patient safety in hospitals globally. Previously, efforts were centred on naming and shaming
individual health practitioners and any medical errors they caused. The earlier approach was known
as the person approach, and it advocated for solutions that reduced unwanted variability in human
behaviour, such as writing new procedures and placing the responsibility for the error on the
individual (Reason, 2000). Publication of To Err is Human shifted focus away from naming and
shaming due to the clear failure of the overall approach in reducing adverse events. The report
concluded that focusing on individuals did not address the cause of most errors, which tended to
involve a convergence of multiple factors. Instead, a systems approach, targeting the conditions that
contributed to errors and their recurrence, was required. Possibly the most fundamental of all
conclusions made by the report was that “the problem is not bad people; the problem is that the
system needs to be made safer” (Kohn et al., 1999, p. 49).
A systems approach to patient safety accepts that humans are fallible, and errors should be
expected. It views errors as consequences of upstream systemic factors, rather than as causes in
themselves. The approach focuses on implementing system defences that can tolerate the
occurrence of errors, as well as contain any damage caused by them. It advocates solutions aimed at
multiple targets in the system including individual staff members, the team, the task, the workplace
and the institution as a whole (Reason, 2000).
Reason’s (2000) Swiss cheese model of accident causation provides a visual representation of
accident causation in a system (see Appendix 1). The model conceptualises accident prevention as
comprising of many different layers, with each layer guarding against the accident occurring. These
layers may include engineered controls (e.g. alarms or physical barriers), the actions of particular
people (e.g. health practitioners), procedures and administrative controls. Within each defensive
layer—as in Swiss cheese—there are holes, but unlike Swiss cheese these holes are constantly
opening, closing or shifting location. Although any particular hole in an individual layer is unlikely to
lead to a negative outcome, in the event that holes in several individual layers align, an accident
opportunity is created where an accident is most likely to occur (Reason, 2000).
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Emanuel et al. (2008) incorporated the principles of Reason’s model of accident causation into the
healthcare setting. The Patient Safety Model of Health Care conceptualises health care as comprising
four interlinked domains: those who receive health care (patients), those who work in health care,
healthcare delivery processes and methods for feedback and continuous quality improvement (see
Appendix 2). Within this model, patients (and presumably carers) can improve their own safety by
understanding their illness and having access to advocacy. Under the model, patients and carers
should also be able to give feedback about their experiences of adverse events to improve the
system.
Although Emanuel’s model incorporates patients, the systems approach to patient safety has been
criticised for being too focused on the relationship between healthcare staff and machines, rather
than the relationship with people who are actually using the health service (Jorm, Dunbar, Sudano,
& Travaglia, 2009; Vincent & Davis, 2012). For example, none of the main measures of patient safety,
such as incident reporting or chart review, involve patient or carer perspectives. In addition,
solutions to patient safety problems often disregard patients’ and carers’ experiences or priorities.
As Jorm et al. (2009, p. 396) state: “Safety models are incomplete in the health sector when they do
not address the way in which patients exist in the system”.
Lack of patient (and carer) involvement in patient safety systems is occasionally viewed as a
strength, rather than a shortcoming. Lyons (2007) argues that patients and carers are a diverse
group and as such are unlikely to provide a “consistent and reliable” contribution to safety.
Incorporating them as an integral part of a safety system may reduce, rather than enhance, the
reliability of that system and risks shifting responsibility from clinicians to patients, carers and family
members. Lyons (2007) argues that such involvement is inappropriate, and investments in safety
solutions would be better directed towards technological advances to ensure fail-safe systems.
In response, Entwistle (2007) makes a distinction between relying on patients and carers to ensure
the safety of care, and involving patients and carers in care while trying to improve the patient’s
safety. In this way, patients and carers become involved in safety, without responsibility necessarily
being shifted away from health practitioners. For example, care that is patient-centred, and
respectful of the views and experiences of both the patient and their carer, may facilitate carers to
feel more comfortable to query aspects of that care. Further to this, Entwistle (2007, p. 82) states:

26

Trustworthy healthcare providers who genuinely have patients’ best interests at heart will support
and enable patients and their family members to do what they can to contribute to their own
safety—or at least will not hinder their efforts.

In this research, I will examine carers’ experiences of the systems approach in practice, and how
carers perceive they fit into the system. The research will address whether carers provide a further
line of defence, as per Reason’s model, or whether the system’s defences are already working. And if
they are providing a line of defence, whether this information is being collected and integrated back
into the system (via the quality improvement processes as conceived by Emanuel et al. (2008)). The
research will also explore the issues raised by Entwistle (2007) regarding whether carers feel relied
on to ensure safety, or whether instead, they are able to contribute comfortably to safety through
being respected as a partner in the patient’s overall care.

2.3.5 Need for new safety solutions
Despite considerable efforts to reduce preventable healthcare-associated harm since the late 1990s,
including the introduction of the systems approach, it remains a significant policy issue throughout
the world (Daly & Mort, 2014; Lamont & Waring, 2015; Landrigan et al., 2010; Leistikow et al., 2011;
Wachter, 2010). This suggests new solutions are needed to reduce preventable healthcareassociated harm. In the next section, I will explore how carers, as potential partners in safety, may
contribute to this solution.

2.4 Carers as part of the safety solution?
2.4.1 Carers are well positioned to participate in safety
Carers support people with a diverse range of needs. Depending on the underlying condition,
disability or illness, people supported by carers may be at higher risk of healthcare-associated harm
than people in the general population. In particular, the risks of healthcare-associated harm are
higher for people who have communication disabilities (Bartlett et al., 2008), intellectual disabilities
(Tuffrey-Wijne et al., 2014), dementia (Bail et al., 2015) and age-related frailty (Rothschild et al.,
2000; Thornlow, 2009). Carers, who will generally know the patient’s condition very closely from
supporting them in the community, are likely to be well positioned to provide additional protection
from harm during their hospital stay.
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When people are in hospital, research shows carers often spend prolonged periods at their bedside
(Carr & Fogarty, 1999; Lam & Beaulieu, 2004; Lindhardt, Bolmsjö, & Hallberg, 2006). Because many
safety problems occur at the bedside (Schwappach 2010), carers may be well placed to detect, and
potentially, intervene to prevent safety issues. Carers at the bedside may also have more
opportunity to witness the process of care, compared with hospital staff who (in most instances) will
be providing care to multiple patients (and across multiple shifts).
Carers are also better positioned than health practitioners to know the values and preferences of
patients who are unable to participate in their own safety. According to Harvath et al. (1994), carers’
knowledge can be conceptualised as local whereas health practitioners’ knowledge is cosmopolitan.
A carer’s local knowledge is derived from their experiences in managing the patient’s illness, and is
embedded in the context of the patient’s culture and relationships. In contrast, health practitioners’
cosmopolitan knowledge is general or universal knowledge that is applied to a specific situation. This
knowledge is derived from the health practitioner’s formal education and experience in delivering
health care. Similarly, Galvin, Todres, and Richardson (2005) in their phenomenological single case
study of a husband’s journey caring for his wife with Alzheimer’s disease, conceptualised the
husband’s knowledge as providing a bridge between the private world and the public world. The
private world was experiential, embedded in the context of the everyday and constantly changing,
whereas the public (or outside) world was highly structured and formalised with “taken for granted
knowledge” (Galvin et al., 2005).

2.4.2 The recognition of carers in patient safety policy
Another reason to consider carers as potentially part of the safety solution is that they are included
as key stakeholders in Australian patient safety policy, and are increasingly recognised as
stakeholders in other high-income countries. In this section, I will explore the international and then
more specifically the Australian context of patient safety policy, and analyse how carers are
increasingly encouraged to engage in patient safety at the bedside, in policy if not in practice.
2.4.2.1 International context
Internationally, in patient safety policy, carers are recognised either as a distinct stakeholder or as
part of other stakeholder groups, such as patients, families or both. In the United Kingdom, the
National Health Service’s Patient Engagement in Patient Safety framework (Sign up to Safety Patient
Engagement in Patient Safety Group, 2016), refers specifically to ‘carers’ but does not provide a
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definition of people comprising this group. In the USA, Canada and New Zealand, carers are not
separated into a distinct group; they are part of the more general category of family members (see,
for example Agency for Healthcare Research and Quality (2013), Canadian Patient Safety Institute
(2016) and Health Quality & Safety Commission New Zealand (2015)). The World Health
Organization includes patients, family members and carers all under the term ‘patient’ (see, for
example, World Health Organization (2013)).
2.4.2.2 Australian context
Consistent with their growing recognition in broader public policy, carers in Australia are increasingly
acknowledged as a distinct group within patient safety policy. Since the establishment of the
Commission in 2006, carers have featured as a key stakeholder group in patient safety policy. One of
the Commission’s first priorities on formation was to develop the Australian Charter of Healthcare
Rights (Australian Commission on Safety and Quality in Health Care, 2008a). The Charter was
designed to “provide a platform for discussion about health rights between patients, consumers,
families, carers and healthcare providers” (Australian Commission on Safety and Quality in Health
Care, 2008b). Although not a statutory instrument, the Charter outlines the following rights for
patients: access, safety, respect, communication, participation, privacy and comment. The guidance
accompanying the Charter refers specifically to carers, encouraging health practitioners to “Discuss
any issues concerning access with the patient, family or carer to enable them to understand choices
they may have and constraints that exist”, and to “Respect the role family members, friends, carers
and advocates may have in the patient’s or consumer’s care and treatment” (Australian Commission
on Safety and Quality in Health Care, 2008b). Thus, even from the early work of the Commission, it
can be inferred that carers were identified not only as a distinct group, but also one with a
recognised role similar to a patient or (other) family members.
The Commission promotes safe, patient-centred healthcare services. The Commission’s agenda is
underpinned by the Australian Safety and Quality Framework for Health Care (the Framework) and
the Australian Safety and Quality Goals for Health Care (the Goals). The Framework provides three
overarching principles for safe and high quality health care, including (1) being consumer-centred,
(2) being driven by information and (3) being organised for safety (Australian Commission on Safety
and Quality in Health Care, 2010). The Framework is supported by the Goals, which outline the
priority areas for a coordinated approach to improvement (Australian Commission on Safety and
Quality in Health Care, 2012c). The three goals are: (1) safety of care; (2) appropriateness of care;
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and (3) partnering with consumers. 4 As both the Framework and the Goals emphasise partnering
with consumers alongside safe health care, the clear vision for health care at the policy level is one
that is patient-centred and safe. One of the key ways for achieving this vision is through the
Commission’s National Safety and Quality Health Service Standards (the Standards)(Australian
Commission on Safety and Quality in Health Care, 2012b).
From January 2013, all Australian hospitals were required to meet the Standards to gain
accreditation. 5 The Standards aim to “protect the public from harm and to improve the quality of
health service provision” (Australian Commission on Safety and Quality in Health Care, 2012b, p. 3).
The 10 standards aim to address patient safety and quality issues within these broad areas: 6
1. Governance for safety and quality in healthcare organisations.
2. Partnering with consumers.
3. Preventing and controlling healthcare-associated infections.
4. Medication safety.
5. Patient identification and procedure matching.
6. Clinical handover.
7. Blood and blood products.
8. Preventing and managing pressure injuries.
9. Recognising and responding to clinical deterioration in acute health care.
10. Preventing falls and harm from falls.
Standards 1 and 2 provide the overarching requirements for implementing the remaining eight,
clinically focused standards.
Each of the clinically focused standards, except for Standard 5, provide written requirements for
health providers to engage with carers for patient safety. However, the degree of engagement
4

‘Consumer’ is a broad term used by the Commission to refer to “patients and potential patients, carers and
organisations representing consumers’ interests” (Australian Commission on Safety and Quality in Health Care,
2012b, p. 8).
5
Accreditation is public recognition that a healthcare organisation has achieved accreditation standards,
demonstrated through independent, external peer assessment (Australian Council on Healthcare Standards,
2016).
6
The 10 standards were chosen based on five criteria. Firstly, a substantial body of evidence was required
about patient harm occurring within a particular area (e.g. falls, medication etc.). Secondly, the area either
needed to have a high volume of activity with patient harm occurring frequently, or a low volume but severe
harm. Thirdly, evidence was needed that there was a difference between best and actual practice in
addressing the harm. Fourthly, there had to be known actions that could be taken to reduce the risk of harm to
patients. Finally, there was an expectation in the community that particular standards exist (such as in
community engagement) (Australian Commission on Safety and Quality in Health Care, n.d).
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required differs across the Standards. Many of the actions require health practitioners to engage in
consultation with carers. Consultation, according to Ocloo and Matthews (2016), includes when
patients or carers are involved, but have limited power (such as receiving information). For example,
Standard 4.15.1 requires that “Information on medicines is provided to patients and carers in a
format that is understood and meaningful” (Australian Commission on Safety and Quality in Health
Care, 2012b, p. 39). Other actions require health practitioners to involve carers, meaning carers are
asked about their preferences for the treatment plan (Ocloo & Matthews, 2016). An example of an
action fostering involvement is Standard 6.5.1: “Mechanisms to involve a patient and, where
relevant, their carer in clinical handover are in use” (Australian Commission on Safety and Quality in
Health Care, 2012b, p. 48). Finally, there are requirements to engage in partnership and shared
leadership with carers, meaning treatment decisions are based on the patient’s, carer’s or both
patient and carer preferences, best evidence and clinical judgment (Ocloo & Matthews, 2016).
Standard 9.9.1 provides an example of partnership: “Mechanisms are in place for a patient, family
member or carer to initiate an escalation of care response” (Australian Commission on Safety and
Quality in Health Care, 2012b, p. 65).
Given the diverse range of engagement options available to staff, it is disappointing that health
services do not need to undertake all actions in the Standards, including many of those involving
patients and carers. Actions are classified either as core (critical for safety and quality) or
developmental (aspirational targets). Although both core and developmental actions are assessed
during accreditation, health services need only meet core actions to achieve accreditation
(Australian Commission on Safety and Quality in Health Care, 2017). Significantly, most actions
requiring health providers to involve carers (including most of Standard 2) are classed as
developmental (Australian Commission on Safety and Quality in Health Care, 2012a).
In a positive development, the second version of the Standards (Australian Commission on Safety
and Quality in Health Care, 2016), released as an exposure draft for comment in 2016, includes
increased requirements for health practitioners to partner with patients and carers for safety. In
contrast to version 1, draft version 2 defines partnership. The definition is:
At the level of the individual, partnerships relate to the interaction between clinicians and patients
when care is provided. At this level, a partnership involves providing care that is respectful; sharing
information in an ongoing way; working with patients, carers and families to make decisions and plan
care; and supporting and encouraging patients in their own care. (Australian Commission on Safety
and Quality in Health Care, 2016, p. 18)
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Also, under the draft of version 2, there will be improved integration of the Partnering with
Consumers Standard with the other standards. This means that within each clinical standard,
clinicians will be required to involve patients, meet the patient’s information needs and share
decision making. Although carers are not explicitly included within these specific provisions, it is
anticipated they would be involved when the patient felt it was appropriate, or the patient was
unable to engage in safety themselves.
Given the policy context shows an increasing recognition of carers as safety partners, an in-depth
study of carer involvement in patient safety, as proposed in my research project, is needed. Such a
study will help to understand how the current Standards are reflected in practice as they are
experienced by carers. As Nolan, Keady, Grant, & Lundh (2003, p. 5) state: “While a focus on
partnerships and working together has now become an accepted part of the ‘policy rhetoric’,
translating such ideals into practice is far more complex”. The proposed research will consider the
different actions carers take to contribute to patient safety. It will examine the level of intensity of
these actions, whether they are more passive (akin to the level of consultation) or highly assertive
(similar to partnership). The research will also investigate what prompts carers to take these actions,
and how they perceive the staff responding when they do. As such, the research will highlight
whether the ideal of carers as safety partners in policy is the reality (at least from the carers’
perspective).

2.5 Summary
This chapter has defined and described the carer population that will be the focus of this research
project. Carers are a growing population, and assist people who have a broad range of disabilities,
chronic or terminal illnesses, chronic conditions and frailty. Carers contribute significantly to society
overall, through caring as well as other activities, but can they also contribute to patient safety? I
started to address this question by defining patient safety, and outlining healthcare-associated harm
as a significant health policy issue. The lack of patient and carer involvement in patient safety
systems was discussed and identified as problematic. I then explained that the people supported by
carers might be at a higher risk of healthcare-associated harm, due to their underlying conditions
and disabilities, than the general population. It was argued carers are potentially well placed to offer
increased protection from harm for these patients, as they spend prolonged periods in hospital with
the patient and often have an in-depth knowledge of the patient’s needs, values and preferences.
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Carers are also increasingly identified in patient safety policies, for example, in the Australian
Standards, as potential partners in safety.
Now that I have framed the research in the fields of carers and patient safety, as well as the relevant
policy context, I will now locate the research within the existing research on carers’ experiences and
perceptions of contributing to patient safety. Thus, in the next chapter, I undertake a systematic
literature review, analysing what others have concluded and indicating current gaps in the literature
and why my research is needed.
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Chapter 3: Literature review of qualitative research on carers’
contributions to patient safety

3.1 Introduction
This chapter presents a literature review of qualitative studies of carers’ perceptions and
experiences of contributing to patient safety in hospital. Cochrane and Joanna Briggs Institute
systematic review methodologies inform this review. Although there are only three studies focusing
on carers specifically, these are supported by another 15 studies of related populations, and key
themes are identified in a structured way. The five major themes emerging from the synthesis of the
findings are ‘being there’, ‘providing unique information’ ‘advocating for appropriate treatment’,
‘being a watchdog’ and ‘monitoring the patient’. Two minor themes are ‘facilitating the patient’s
involvement in safety’ and ‘dealing with the aftermath’. In the conclusion of the review, I identify the
need for an in-depth patient safety study wholly focused on carers, for the Australian context, with
carers defined in the terms used by the Australian Commission on Safety and Quality in Health Care.
This would ensure that carers who support patients with a wide range of healthcare needs are
included in the study.

3.2 Background
Patient safety policy in Australia and similar countries, for example, the United Kingdom, increasingly
involve carers as potential contributors to patient safety in the hospital setting. To ensure patient
safety policies are appropriate to and facilitate carers’ expertise, it is important to understand how
carers themselves perceive and experience their patient safety involvement.

3.3 Objective
The objective of this literature review was to identify, appraise and synthesise qualitative studies
exploring, from the carers’ perspective, how carers contribute to the patient safety of their relatives
in hospital.
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3.4 Methods
This literature review drew from methods developed by the Joanna Briggs Institute (JBI) (2014b) and
the Cochrane Qualitative and Implementation Methods Group (Noyes et al., 2015), and used the JBI
data extraction template and quality appraisal checklist. Cochrane methods informed the search
strategy, which was designed in collaboration with the Information Specialist from the Cochrane
Consumers and Communication Group. Methods and results have been structured in a qualitative
evidence synthesis format similar to Ames, Glenton, and Lewin (2017).

3.4.1 Criteria for including studies in this review
3.4.1.1 Type of studies
This review included primary studies using qualitative methods for data collection (e.g. focus groups,
interviews, observation) and analysis (e.g. grounded theory, thematic analysis, narrative analysis,
content analysis). Mixed methods studies were included only when it was possible to extract findings
derived from the qualitative research component. It was appropriate to restrict the review to
qualitative studies because the aim was to synthesise carers’ perceptions and experiences of
contributing to patient safety. Studies from high-income countries only were included because
differences in the health systems of low- and middle-income countries were likely to make
comparison difficult in the context of a study in Australian hospitals.
3.4.1.2 Type of participants
This review aimed to capture studies with participants similar to those eligible for the broader thesis
research project, in which carers are defined as “family members and friends of patients who had a
disability, mental illness, chronic condition, terminal illness or general frailty” (Australian
Commission on Safety and Quality in Health Care, 2012b, p. 7). Although this definition is highly
relevant in the Australian patient safety policy context, within the existing literature there would be
very few studies of this specific population, particularly with reference to their patient safety
contribution. Therefore, for this review, the definition of carer was expanded to include carers
(however defined) and family members (although many carers are also family members) who had
contributed to the patient safety of their adult relatives in the acute hospital setting. Search terms

35

were included to capture the range of ways carers were involved in safety in countries other than
Australia (see 3.4.2.1).
Studies that focused on carers of paediatric patients or paid carers were excluded, unless they were
part of a blended population that also included carers, family members or both. Studies focusing on
carers of women experiencing childbirth were also excluded, given that childbirth is not considered
an acute or chronic medical condition, and the patient safety issues and implications (such as the
health of the baby) are different.
3.4.1.3 Phenomenon of interest
The phenomenon of interest for this literature review was carers’ perceptions and experiences of
their contributions to the patient safety of their relative in the hospital setting. Whilst
acknowledging carers may have different definitions of patient safety to health practitioners, a
definition was needed for the purpose of the literature review to select studies. As such, the World
Health Organization (WHO) definition of patient safety was used because it was regarded as
sufficiently broad to encompass a wide range of safety issues. The WHO defines patient safety as
“the reduction of risk of unnecessary harm associated with healthcare to an acceptable minimum”
(Runciman et al., 2009, p. 21).
Studies including carers’ or family members’ contributions to patient safety outside of the hospital
setting were excluded.

3.4.2 Search methods for identification of studies
3.4.2.1 Electronic searches
Search strategies were developed for this literature review with advice from the Information
Specialist at the Cochrane Consumers and Communication Group (ccrg.cochrane.org). Search
strategies were developed for MEDLINE (OvidSP; see Appendix 3), Embase (OvidSP; see Appendix 4),
and CINAHL (EBSCOhost; see Appendix 5) databases. The scope of the search was:
•

Time period: the search was limited to articles published between January 2000 and January
2016. The intent was to capture the period after publication of To Err is Human (Kohn et al.,
1999) when patient safety research grew significantly (Stelfox et al., 2006).
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•

Language: for practical reasons, selection of studies was restricted to studies published in
English.

3.4.2.2 Searching other resources
As well as database searches, reference lists of included studies and relevant systematic reviews
were also searched.

3.4.3 Data collection and analysis
3.4.3.1 Selection of studies
Each title and abstract was screened for inclusion or exclusion based on the predefined criteria;
papers that were obviously irrelevant were removed. The full-text of all remaining papers were
screened to determine eligibility. Once the included studies were identified, relevant data were
extracted and analysed using thematic analysis to identify, analyse and report patterns observed
(Braun & Clarke, 2006, p. 79).
As there was substantial heterogeneity in study populations, the included studies were categorised
into three tiers. All included studies explored participants’ perceptions and experiences of
contributing to safety in the hospital setting; however, the population varied across the different
tiers.
Studies classified as Tier 1 targeted similar populations as the broader research project; that is, they
involved carers, that are similar to those defined by the Australian Commission on Safety and Quality
in Health Care (2012b).
Tier 2 studies included populations defined as family members. Family members were considered
similar, but slightly different to carers, because they were not necessarily supporting patients who
had a disability or chronic condition but may have been supporting a family member with an acute
illness.
The studies in Tier 3 were more heterogeneous than those in Tiers 1 and 2 and included the
experiences of blended populations. Thus, the experiences and perceptions of carers, family
members or both were combined with those of other participants (e.g. paid carers, patients or
hospital staff). This meant it was unclear whether the results from these studies were relevant to
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carers’ contributions to patient safety in hospital. They were included because carers or family
members were present in the sample, suggesting potential relevance.
3.4.3.2 Data extraction and management
Data extraction was conducted using the JBI Qualitative and Review Assessment Instrument (QARI)
data extraction form for interpretive and critical research (Joanna Briggs Institute, 2017). Data
extraction was guided by the objective of the literature review: to explore how carers contributed to
the patient safety of their relatives in the hospital setting. As such, the focus was on actions that
carers undertook to keep the patient safe from harm. Relevant findings were extracted from each
included study. Findings supported by an illustration from the primary data (e.g. an interview
excerpt or field note) were classified as supported. Those findings that were not supported by an
illustration from the primary data were classified as unsupported. Only supported findings were
used in the evidence synthesis for this review.
Other data extracted from the studies included authors’ details, study title, study aims,
methodology, data collection and analysis, phenomena of interest, geographical and cultural
context, setting, participants and authors’ conclusions.
3.4.3.3 Appraisal of the methodological limitations of the included studies
The appraisal of the methodological limitations of the included studies was undertaken using the JBI
QARI Critical Appraisal Checklist for Interpretive and Critical Research (Joanna Briggs Institute,
2014a) (see Appendix 6). Using the checklist, studies were scored as yes, no or unclear on 10 criteria.
Studies that ranked 6/10 or more were included but studies which scored below 6/10 or which did
not support any of the relevant findings with illustrations from the primary data were excluded.
3.4.3.4 Data synthesis
The findings from the Tier 1 and 2 studies were coded with initial codes, and these codes were then
grouped into potential themes. Each potential theme was then compared against its component
findings to check it adequately captured the nuances in the data. Substantiated themes were then
arranged into a thematic map that was applied to all Tier 1 and 2 studies. The thematic map was
reviewed and refined until it reflected the meaning of the data set as a whole (Braun & Clarke,
2006). Once this thematic map was formed, findings from Tier 3 were analysed to the extent
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possible. Where similar themes were found, these were incorporated into the thematic map. Where
new themes were found, these were added to the map.
3.4.3.5 Researcher reflexivity
I discussed the protocol, data collection and analysis process (including potential themes) closely
with my supervisors so any personal biases were acknowledged and managed. Drafts of the
thematic summary were read and discussed with my supervisors.

3.5 Results
3.5.1 Description of studies
3.5.1.1 Results of the search
A total of 6984 records were identified from the database searches, and 15 additional records
identified by searching other sources. After removal of 2587 duplicates, 4407 records remained
which were then screened by title and abstract. In total, 145 full-text articles were considered from
which 18 studies were included in my literature review. The PRISMA chart for the review is shown in
Appendix 7.
3.5.1.2 Included studies
As stated in the previous section, the included studies were divided into three tiers (as shown in
Table 3-1). Three studies were classified as Tier 1 (views and experiences of carers about
contributing to patient safety in the hospital setting) and four studies were classified as Tier 2 (views
and experiences of family members about contributing to patient safety in the hospital setting).
Eleven studies were categorised as Tier 3 (blended populations including carers, family members and
others, views and experiences of contributing to patient safety in the hospital setting). The
Characteristics of Included Studies table is shown in Appendix 8.
Table 3-1 Included studies, by tier
Tier

Included studies

1

Hemsley and Balandin (2004); Hemsley, Balandin, and Togher (2008); Lindhardt et al. (2006)

2

Gallinagh, Nevin, Campbell, Mitchell, and Ludwick (2001); Lam and Beaulieu (2004); Manias (2015);
Plakas, Cant, and Taket (2009)
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3

Dinsmore (2012); Gibbs, Brown, and Muir (2008); Happ et al. (2007); Hemsley, Werninck, and Worrall
(2013); Iacono and Davis (2003); Iedema et al. (2008); Jeffs, Kitto, Merkley, Lyons, and Bell (2012);
Rainey, Ehrich, Mackintosh, and Sandall (2015); Rathert, Brandt, and Williams (2011); Reeves et al.
(2015); Webber, Bowers, and Bigby (2010)

3.5.1.3 Setting
There was a total of 18 included studies conducted in Australia (n= 7), USA (n=3), United Kingdom
(n=4), Canada (n=1), Denmark (n=1), Greece (n=1) and one study did not identify the country that
was the study setting (Lam & Beaulieu, 2004).
3.5.1.4 Quality of the included studies
The quality of each included study was appraised using the JBI QARI Critical Appraisal Checklist for
Interpretive and Critical Research (Joanna Briggs Institute, 2014a) (Appendix 6) and the results are
shown in Appendix 9. Of the 18 included studies, the quality ratings were 8/10 (n=13), 9/10 (n=3)
and 10/10 (n=2). Most of the studies did not meet the following criteria: inclusion of a statement
locating the researcher culturally or theoretically in the research; and inclusion of information about
the influence of the researcher on the research as well as the influence of the research on the
researcher. Three additional studies (Entwistle et al., 2010; Eriksson, Bergbom, & Lindahl, 2011;
McAdam, Arai, & Puntillo, 2008) were excluded because they did not support relevant findings (e.g.
carers’ or family members’ contributions to safety) with quotations from a primary source (e.g.
interview excerpt or field note).

3.6 Themes
The findings of the included studies were synthesised into five major themes and two minor themes.
The major themes were being there, providing unique information, advocating for appropriate
treatment, being a watchdog and monitoring the patient. The minor themes were facilitating the
patient’s involvement in safety and dealing with the aftermath.

3.6.1 Contribution to the thematic analysis
Table 3-2 shows the studies contributing findings to each of the major themes. The studies are also
categorised according to their similarity to the target population of carers in the broader research
project. Tier 1 studies involve the most similar populations (carers), Tier 2 involves populations that
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are likely to include at least some carers (family members) and Tier 3 includes blended populations
in which carers or family members are only one component of a wider range of participants
(including patients, paid carers or hospital staff).
Table 3-2 Major themes, by tier
Theme

Tier 1

Tier 2

Tier 3

Being there

Hemsley and Balandin
(2004)

Lam and Beaulieu (2004)

Gibbs, Brown, & Muir
(2008)

Hemsley et al. (2008)
Lindhardt et al. (2006)

Manias (2015)
Plakas et al. (2009)

Hemsley, Werninck, &
Worrall (2013)
Iacono and Davis (2003)
Rainey et al. (2015)
Rathert et al. (2011)
Webber et al. (2010)

Providing unique
information

Hemsley and Balandin
(2004)

Manias (2015)

Dinsmore (2012)

Lam and Beaulieu (2004)

Dinsmore (2012)

Manias (2015)

Gibbs, Brown, & Muir
(2008)

Hemsley et al. (2008)
Lindhardt et al. (2006)

Advocating for
appropriate
treatment

Hemsley and Balandin
(2004)
Hemsley et al. (2008)
Lindhardt et al. (2006)

Hemsley, Werninck, &
Worrall (2013)
Iacono and Davis (2003)
Rainey et al. (2015)
Rathert et al. (2011)
Reeves et al. (2015)
Webber et al. (2010)

Being a watchdog

Hemsley and Balandin
(2004)
Lindhardt et al. (2006)

Monitoring the
patient

Lam and Beaulieu (2004)

Rainey et al. (2015)

Manias (2015)

Rathert et al. (2011)
Webber et al. (2010)

Gallinagh et al. (2001)

Dinsmore (2012)

Lam and Beaulieu (2004)

Gibbs, Brown, & Muir
(2008)

Plakas et al. (2009)

Happ et al. (2007)
Jeffs et al. (2012)
Rainey et al. (2015)
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Rathert et al. (2011)

Table 3-2 shows that the Tier 1 studies contributed findings to all of the major themes, except
monitoring the patient. This suggests the relevance of monitoring the patient to the carer population
was less clear. However, because the major themes were all supported by Tier 2 studies, it is likely
that at least some carers (who were also family members) contributed to safety in these ways.
Because findings from Tier 3 studies also contributed to most of the themes, it is unclear whether
this was because they also included carers, family members or both among their populations, or
whether the themes were applicable to other participants, such as patients or paid carers.
The studies contributing to the minor themes are shown in Table 3-3. The table shows facilitating
the patient’s involvement in safety was found in only one study. As this study involved a very similar
population to the broader research project (Tier 1), it was included, but designated as a minor
theme. The other minor theme, dealing with the aftermath, was found in two Tier 3 studies, and as
such, the relevance of the theme to the carer population was less clear.
Table 3-3 Minor themes, by tier
Theme

Tier 1

Facilitating the
patient’s
involvement in
safety

Hemsley and Balandin
(2004)

Tier 2

Dealing with the
aftermath

Tier 3

Dinsmore (2012)
Iedema et al. (2008)

Each of the major and minor themes and their component findings are discussed below. As Tier 1
and Tier 2 studies included participants who were similar to those of the broader research project,
these studies are the focus of the synthesis. Findings of Tier 3 studies are also discussed; however, as
the relevance of these studies was less clear, they are described more briefly. Each theme has an
individual table showing which of the included studies contributed findings to the theme. The
individual tables contain the tier level, study authors, setting for the study, and study context
(including the participants and the phenomenon explored).
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3.6.2 Being there
Table 3-4 Studies contributing findings to the theme of being there
Tier

Study

Context

Tier 1

Hemsley and
Balandin (2004),
Australia

Six unpaid carers (parents) who had provided support to a person with
cerebral palsy and complex communication needs in hospital for a stay of
three or more days in the previous two years; unpaid carers’ experiences of
supporting patients with cerebral palsy and complex communication needs
without functional communication systems in the hospital setting.

Hemsley et al.
(2008), Australia

Six family caregivers of adults with cerebral palsy and complex
communication needs; role of family caregivers in the hospital setting.

Lindhardt et al.
(2006), Denmark

Eight relatives (identified as the “main provider of help”) of elderly people;
relatives’ experiences of hospitalisation of elderly persons.

Lam and Beaulieu
(2004), country
unknown

10 family members of 10 patients admitted to the neurological intensive care
unit who were present at the bedside at least once per day for two hours or
more and considered family by the patient and family members themselves;
family members’ experiences of the neurological intensive care unit.

Manias (2015),
Australia

40 family members (defined as “individuals who played a significant role in
the patient’s life”) who had a current relative in hospital; family members’
involvement in medication management in hospital.

Plakas et al. (2009),
Greece

25 relatives of patients admitted to the intensive care unit; relatives’
experiences of critical care hospitalisation.

Gibbs, Brown, &
Muir (2008), UK

Blended population including 11 adults with intellectual disabilities, nine
parents of adults with intellectual disabilities and five paid carers;
experiences of adults and their carers in general hospital settings.

Hemsley,
Werninck, &
Worrall (2013),
Australia

Blended population including ten people with chronic aphasia who had
experienced at least one adverse event and their spouses; experiences of
adverse events in hospitals.

Iacono and Davis
(2003), Australia

Blended population including five adults with cerebral palsy, one adult with
an intellectual disability, two mothers and one support worker; experiences
of people with developmental disability in emergency departments and
hospitals.

Rainey et al.
(2015), UK

Blended population including 13 patients, seven relatives who had
experienced a step-up in hospital care; experiences of becoming acutely
unwell or developing complications during hospitalisation.

Rathert et al.
(2011), USA

Blended population of adults admitted to hospital for at least one night
within the previous six months, or who were the immediate family member
of a patient (child or adult) with such a hospital stay (including 10 family
members of adult patients, 11 parents of paediatric patients, 10 patients
with hospitalisation for a chronic condition, eight patients with
hospitalisation for an acute condition); consumers’ perspectives of patient
safety in hospital.

Webber et al.
(2010), Australia

Blended population including 17 family members of older people (aged 45
plus) with intellectual disabilities living in a group home and 27 group home
staff; hospital experiences of group home residents.

Tier 2

Tier 3
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Being there involved carers being present at the hospital for long hours, even continuously, during
the patient’s admission. There were many reasons for staying with the patient for long periods, such
as maintaining connection, providing reassurance and vigilance when the patient was very ill, but
this section will focus primarily on the safety-related purposes of being there.
Hemsley and Balandin (2004), Hemsley et al. (2008) and Hemsley et al. (2013) which all involved
patients with communication disabilities, found carers’ presence at the patient’s bedside provided a
way to protect the patient from potential harm. As one participant in Hemsley, Balandin, and Togher
(2008, p. 264) stated: “You really have to be there, and you have to be there to protect them from
medical intervention which was not necessary.”
In Lindhardt et al. (2006), which involved carers of elderly patients, carers also stayed for extended
periods with the patient. For these carers, an aspect of being with the patient was to keep the
patient safe, and to substitute for care they perceived was substandard. Carers also visited at critical
times, to assist the patient with eating, drinking and taking medications (Lindhardt et al., 2006).
Tier 2 studies also showed being there with the patient had a safety component. These studies
found being with the patient in hospital assisted them to get more information about the patient’s
medications and treatment trajectory (Lam & Beaulieu, 2004; Manias, 2015; Plakas et al., 2009).
The findings of some of the Tier 3 studies suggested being there may also relate to a lower level of
trust in staff as well as the patient’s or carer’s previous negative experiences (Gibbs et al., 2008;
Hemsley et al., 2013; Iacono & Davis, 2003; Rainey et al., 2015). Other studies highlighted practical
factors that may potentially limit carers’ time with the patient, such as work and family
commitments, restricted visiting hours, difficulties getting to the hospital, the carer’s own ill health
or level of exhaustion (Hemsley & Balandin, 2004; Iacono & Davis, 2003; Rathert et al., 2011;
Webber et al., 2010).
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3.6.3 Providing unique information
Table 3-5 Studies contributing findings to the theme of providing unique information
Tier

Study

Context

Tier 1

Hemsley and Balandin
(2004), Australia

Six unpaid carers (parents) who had provided support to a person with cerebral
palsy and complex communication needs in hospital for a stay of three or more
days in the previous two years; unpaid carers’ experiences of supporting
patients with cerebral palsy and complex communication needs without
functional communication systems in the hospital setting.

Hemsley et al. (2008),
Australia

Six family caregivers of adults with cerebral palsy and complex communication
needs; role of family caregivers in the hospital setting.

Lindhardt et al. (2006),
Denmark

Eight relatives (identified as the “main provider of help”) of elderly people;
relatives’ experiences of hospitalisation of elderly persons.

Tier 2

Manias (2015),
Australia

40 family members (defined as “individuals who played a significant role in the
patient’s life”) who had a current relative in hospital; family members’
involvement in medication management in hospital.

Tier 3

Dinsmore (2012), UK

Blended population including five people with a learning disability who had had
hospital experiences since March 2007, and eight carers of a person with a
learning disability who had had hospital experiences; the experiences of people
with learning disability in hospital.

Carers’ providing unique information to the staff about the patient’s status and their needs was
another safety-related theme. Carers educated hospital staff about the patient, including the
patient’s additional support needs, the carer’s own expertise and how to best care for the patient
(Hemsley & Balandin, 2004; Hemsley et al., 2008). As a participant (Martin) in Hemsley and Balandin
(2004, p. 250) explained:
Yeah, basically because they couldn’t communicate with Tina and Tina couldn’t communicate with
them. . . . And just little things like, they sort of have the hospital bed, the back was changed,
[gestures arm at 90 degree angle]. Well Tina can’t have it like that, because she slides out and falls
away you know. So it’s got to be flat all the time. And just little things like that they, that they’re not
aware of.

In Lindhardt et al. (2006), relatives of elderly people in hospital provided a ‘true’ version of the
patient’s premorbid status to staff, correcting what they perceived as the patient’s optimistic view of
their abilities. Correcting misinformation from the patient was also found in a Tier 3 study
(Dinsmore, 2012). Family members also provided unique information to the treating team by
recalling patients’ medication lists on admission (Manias, 2015).
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Facilitators and barriers to providing unique information also emerged from the studies. Carers
sometimes found they needed to repeat the information to staff at every shift change (Hemsley &
Balandin, 2004; Hemsley et al., 2008). To address this issue, some provided nurses with written
information about the patient (Hemsley & Balandin, 2004). Providing written information had mixed
success (Dinsmore, 2012; Hemsley & Balandin, 2004).

3.6.4 Advocating for appropriate treatment
Table 3-6 Studies contributing findings to the theme of advocating for appropriate treatment
Tier

Study

Context

Tier 1

Hemsley and Balandin
(2004), Australia

Six unpaid carers (parents) who had provided support to a person with
cerebral palsy and complex communication needs in hospital for a stay
of three or more days in the previous two years; unpaid carers’
experiences of supporting patients with cerebral palsy and complex
communication needs without functional communication systems in the
hospital setting.

Hemsley et al. (2008),
Australia

Six family caregivers of adults with cerebral palsy and complex
communication needs; role of family caregivers in the hospital setting.

Lindhardt et al. (2006),
Denmark

Eight relatives (identified as the “main provider of help”) of elderly
people; relatives’ experiences of hospitalisation of elderly people.

Lam and Beaulieu (2004),
country unknown

10 family members of 10 patients admitted to the neurological intensive
care unit who were present at the bedside at least once per day for two
hours or more and considered family by the patient and family members
themselves; family members’ experiences of the neurological intensive
care unit.

Manias (2015), Australia

40 family members (defined as “individuals who played a significant role
in the patient’s life”) who had a current relative in hospital; family
members’ involvement in medication management in hospital.

Dinsmore (2012), UK

Blended population including five people with a learning disability who
had had hospital experiences since March 2007, and eight carers of a
person with a learning disability who had had hospital experiences; the
experiences of people with learning disability in hospital.

Gibbs, Brown, & Muir
(2008), UK

Blended population including 11 adults with intellectual disabilities, nine
parents of adults with intellectual disabilities and five paid carers;
experiences of adults and their carers in general hospital settings.

Hemsley, Werninck, &
Worrall (2013), Australia

Blended population including 10 people with chronic aphasia who had
experienced at least one adverse event and their spouses; experiences
of adverse events in hospitals.

Iacono and Davis (2003),
Australia

Blended population including five adults with cerebral palsy, one adult
with an intellectual disability, two mothers and one support worker;
experiences of people with developmental disability in emergency
departments and hospitals.

Rainey et al. (2015), UK

Blended population including 13 patients, seven relatives who had
experienced a step-up in hospital care; experiences of becoming acutely
unwell or developing complications during hospitalisation.

Tier 2

Tier 3
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Rathert et al. (2011), USA

Blended population of adults admitted to hospital for at least one night
within the previous six months, or who were the immediate family
member of a patient (child or adult) with such a hospital stay (including
10 family members of adult patients, 11 parents of paediatric patients,
10 patients with hospitalisation for a chronic condition, eight patients
with hospitalisation for an acute condition); consumers’ perspectives of
patient safety in hospital.

Reeves et al. (2015), USA

Blended population of health practitioners, patients and family members
on intensive care units; the culture of interprofessional and family
involvement in intensive care units.

Webber et al. (2010),
Australia

Blended population including 17 family members of older people (aged
45 plus) with intellectual disabilities living in a group home and 27 group
home staff; hospital experiences of group home residents.

Advocating for appropriate treatment for the patient was a key contribution to patient safety from
carers. Advocating included ensuring the patient was receiving the best care through asking
questions, challenging staff, complaining or becoming involved in decision-making (Dinsmore, 2012;
Hemsley & Balandin, 2004; Hemsley et al., 2008; Hemsley et al., 2013; Iacono & Davis, 2003; Lam &
Beaulieu, 2004; Lindhardt et al., 2006; Manias, 2015; Reeves et al., 2015). Manias (2015, pp. 10-11)
found family members who were more proactive in medication management during the
hospitalisation had learnt from previous mistakes:
If we had been more involved we would have known how to deal with his insulin and his tablets. All of
a sudden he’s got tingling in his feet and losing his vision… so I have started to push and do what we
think is right. You got to get over the belief that they [doctors] know all. I am always asking
questions… You got to fight your own battles and learn to ask for your opinion to be heard. [FM8]

In Hemsley et al. (2008), carers’ advocacy role extended to highlighting the value of patients with
cerebral palsy and complex communication needs as ‘people’. This finding was supported by Tier 3
studies involving carers of people with intellectual disabilities (Gibbs et al., 2008; Webber et al.,
2010).
An important facilitator for carers or family members advocating for the patient was having
sufficient time to talk with the staff (Hemsley & Balandin, 2004; Manias, 2015; Rainey et al., 2015;
Rathert et al., 2011; Reeves et al., 2015). In terms of barriers, several Tier 3 studies involving hospital
care of patients with intellectual disabilities found staff did not always listen to or heed warnings of
potential safety issues (Dinsmore, 2012; Gibbs et al., 2008; Webber et al., 2010).
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3.6.5 Being a watchdog
Table 3-7 Studies contributing findings to the theme of being a watchdog
Tier

Study

Context

Tier 1

Hemsley and Balandin
(2004), Australia

Six unpaid carers (parents) who had provided support to a person with
cerebral palsy and complex communication needs in hospital for a stay of
three or more days in the previous two years; unpaid carers’ experiences of
supporting patients with cerebral palsy and complex communication needs
without functional communication systems in the hospital setting.

Lindhardt et al. (2006),
Denmark

Eight relatives (identified as the “main provider of help”) of elderly people;
relatives’ experiences of hospitalisation of elderly people.

Lam and Beaulieu
(2004), country
unknown

10 family members of 10 patients admitted to the neurological intensive care
unit who were present at the bedside at least once per day for two hours or
more and considered family by the patient and family members themselves;
family members’ experiences of the neurological intensive care unit.

Manias (2015),
Australia

40 family members (defined as “individuals who played a significant role in
the patient’s life”) who had a current relative in hospital; family members’
involvement in medication management in hospital.

Rainey et al. (2015),
UK

Blended population including 13 patients, seven relatives who had
experienced a step-up in hospital care; experiences of becoming acutely
unwell or developing complications during hospitalisation.

Rathert et al. (2011),
USA

Blended population of adults admitted to hospital for at least one night
within the previous six months, or who were the immediate family member
of a patient (child or adult) with such a hospital stay (including 10 family
members of adult patients, 11 parents of paediatric patients, 10 patients with
hospitalisation for a chronic condition, eight patients with hospitalisation for
an acute condition); consumers’ perspectives of patient safety in hospital.

Webber et al. (2010),
Australia

Blended population including 17 family members of older people (aged 45
plus) with intellectual disabilities living in a group home and 27 group home
staff; hospital experiences of group home residents.

Tier 2

Tier 3

Being a watchdog involved watching the actions of staff in order to protect the patient from harm
and ensure the patient received an appropriate quality of care. Lindhardt et al. (2006) found that
although carers understood disorganised or poor quality care to be related to the broader hospital

system, rather than individual staff members, they were concerned about the impact of system
problems on the staff’s ability to care for the patient. This finding was supported by findings in Tier 3
studies (Rainey et al., 2015; Rathert et al., 2011; Webber et al., 2010).
Being a watchdog sometimes occurred when carers lacked confidence in the staff to care for the
patient (Hemsley & Balandin, 2004; Lindhardt et al., 2006). A participant (Daughter 1) in Lindhardt et
al. (2006, p. 143) described the watchdog function:

48

But just a thing like … when mother for the second time had to be treated for pneumonia. Then I
almost said that… because the physician said that ‘We have prescribed something else’. ‘Yes but have
you made sure that it has been corrected in the medicine chart in the nurses' papers too?’. Because I
have seen that myself sometimes… 1. Author [sic]: So as a relative you can never really relax? I: No
you can't! If you relax, you fail.

Carers also watch the staff’s treatment of the patient so they could intervene if they perceived the
care was inappropriate or the patient was being neglected (Hemsley & Balandin, 2004).
Two of the Tier 2 studies also found family members acted as watchdogs. Both Lam and Beaulieu
(2004) and Manias (2015) demonstrated family members tracked the staff’s tasks for the patient to
ensure they were completed in a timely or safe manner, for example, checking why particular
medications had not been given or when tests were scheduled. This finding was further supported
by a Tier 3 study (Rathert et al., 2011). Lam and Beaulieu (2004) also reported carers “picking up”
after the medical team, for example, restoring the bed rails or removing a blood pressure cuff that
had been left on. Family members used a range of different strategies to “fit in” with staff to
maximise the care provided to the patient. These included trying to build relationships with health
practitioners, through asking questions about their personal lives and acquiring their ‘language’ (Lam
& Beaulieu, 2004).
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3.6.6 Monitoring the patient
Table 3-8 Studies contributing findings to the theme of monitoring the patient
Tier

Study

Context

Tier 2

Gallinagh et al.
(2001), UK

Nine relatives of nine patients admitted to an older person/rehabilitation unit in an
acute hospital who had visited the patient at least twice a week; relatives’
perceptions and experiences of side rail use in the patient’s care.

Lam and Beaulieu
(2004), country
unknown

10 family members of 10 patients admitted to the neurological intensive care unit
who were present at the bedside at least once per day for two hours or more and
considered family by the patient and family members themselves; family members’
experiences of the neurological intensive care unit.

Plakas et al. (2009),
Greece

25 relatives of patients admitted to the intensive care unit; relatives’ experiences of
critical care hospitalisation.

Dinsmore (2012),
UK

Blended population including five people with a learning disability who had had
hospital experiences since March 2007, and eight carers of a person with a learning
disability who had had hospital experiences; the experiences of people with learning
disability in hospital.

Gibbs, Brown, &
Muir (2008), UK

Blended population including 11 adults with intellectual disabilities, nine parents of
adults with intellectual disabilities and five paid carers; experiences of adults and their
carers in general hospital settings.

Happ et al. (2007),
USA

Blended population including 30 adults patients being weaned from mechanical
ventilation, 41 family members, 31 clinicians; explored family members’ interactions
with patients during weaning from ventilation in hospital.

Jeffs et al. (2012),
Canada

Blended population including 15 patients transferring from acute hospital to
rehabilitation facilities and seven family members; experiences of identifying safety
threats and managing them across care transitions.

Rainey et al. (2015),
UK

Blended population including 13 patients, seven relatives who had experienced a
step-up in hospital care; experiences of becoming acutely unwell or developing
complications during hospitalisation.

Rathert et al.
(2011), USA

Blended population of adults admitted to hospital for at least one night within the
previous six months, or who were the immediate family member of a patient (child or
adult) with such a hospital stay (including 10 family members of adult patients, 11
parents of paediatric patients, 10 patients with hospitalisation for a chronic condition,
eight patients with hospitalisation for an acute condition); consumers’ perspectives of
patient safety in hospital.

Tier 3

Monitoring the patient involved aspects such as observing the patient for changes or potential safety
hazards, tracking the patient’s trajectory, and seeking information about the patient’s condition
(Gallinagh et al., 2001; Lam & Beaulieu, 2004). It was a similar function to being a watchdog but
focused on the patient and their progress, rather than the staff. Although not emerging in the Tier 1
studies, monitoring the patient was a theme present in the remaining tiers.
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A study by Gallinagh et al. (2001) found family members monitored the patient for safety hazards
associated with the use of side rails. Although relatives felt there was some benefit to having side
rails on the patient’s bed (e.g. for preventing falls), they also perceived them as potentially
hazardous. As one participant stated: “I don’t like the spaces in between [the rails], the way the
limbs can get caught” (Gallinagh et al., 2001, p. 397). The ability of family members to identify safety
hazards was also supported by a Tier 3 study involving patients with intellectual disabilities
(Dinsmore, 2012).
Family members monitored the patient to gain information about their condition and progress. They
also learnt to understand their relative’s treatment and monitor aspects of the patient’s condition
considered important by healthcare staff (Lam & Beaulieu, 2004). Information about the patient’s
condition and progress was also sought through asking questions of the staff, for example,
requesting test results (Lam & Beaulieu, 2004). These findings were supported by Tier 3 studies
(Gibbs et al., 2008; Happ et al., 2007; Rainey et al., 2015). Plakas et al. (2009) found family members
experienced unmet information needs related to being sufficiently informed about the patient’s
progress and treatment trajectory (including timing and location of care transitions). This finding was
supported by two Tier 3 studies (Jeffs et al., 2012; Rathert et al., 2011).
The findings of a Tier 3 study by Rainey et al. (2015) suggested carers may lose confidence in health
practitioners when they raised concerns that were not resolved.

3.6.7 Facilitating the patient’s involvement in safety
Table 3-9 Studies contributing findings to the theme of facilitating the patient's involvement in safety
Tier

Study

Context

Tier 1

Hemsley and Balandin
(2004), Australia

Six unpaid carers (parents) who had provided support to a person with cerebral
palsy and complex communication needs in hospital for a stay of three or more
days in the previous two years; unpaid carers’ experiences of supporting
patients with cerebral palsy and complex communication needs without
functional communication systems in the hospital setting.

Facilitating the patient’s involvement in safety was included as a minor theme as it was present in a
Tier 1 study only. In Hemsley and Balandin (2004), carers facilitated the involvement of patients with
complex communication needs in their own safety by assisting them to understand information and
answer questions relevant to their treatment.
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3.6.8

Dealing with the aftermath

Table 3-10 Studies contributing findings to the theme of dealing with the aftermath
Tier

Study

Context

Tier 3

Dinsmore (2012), UK

Blended population including five people with a learning disability who had had
hospital experiences since March 2007, and eight carers of a person with a
learning disability who had had hospital experiences; the experiences of people
with learning disability in hospital.

Iedema et al. (2008),
Australia

Blended population including 13 family members and 12 patients involved in
adverse events and incident disclosure; experiences of Open Disclosure of
adverse events in health care.

As dealing with the aftermath of harm was explored only by two Tier 3 studies (Dinsmore, 2012;
Iedema et al., 2008), it is unclear whether this theme is applicable to carer populations, although at
face value it seems relevant. Both Dinsmore (2012) and Iedema et al. (2008) referred to participants
engaging in formal complaints processes after serious incidents or harm had occurred. In both
studies, participants found the process had positive and negative aspects. Positive aspects included
having their concerns taken seriously (Dinsmore, 2012; Iedema et al., 2008) and being offered
tangible support (Iedema et al., 2008). Negative aspects included (sometimes) not receiving a full
apology (Iedema et al., 2008) or being dissatisfied with subsequent follow-up arrangements to
address the complaint (Dinsmore, 2012).

3.7 Discussion
This systematic literature review identified, appraised and synthesised the qualitative research on
carers’ perceptions and experiences of contributing to patient safety in hospitals. Thematic analysis
of the 18 included studies yielded five major and two minor themes. The major themes were being
there, providing unique information, advocating for appropriate treatment, being a watchdog and
monitoring the patient. The minor themes were facilitating the patient’s involvement in safety and
dealing with the aftermath.
The review showed there were only three studies (Hemsley & Balandin, 2004; Hemsley et al., 2008;
Lindhardt et al., 2006) specifically examining how carers, as defined in this research project,
perceived their contribution to patient safety in the hospital setting. Findings of these studies were
included in the following themes: being there, providing unique information, advocating for
appropriate treatment, being a watchdog and facilitating the patient’s involvement in safety. These
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studies included small numbers of carers (between six and eight participants for each study) and
explored their experiences supporting patients from specific populations (people with cerebral palsy
and complex communication needs and elderly people). Because carers are a diverse population and
support people with a wide range of needs (including acute episodes of illness, chronic illness and its
differential effects over time, disability, mental illness and frailty), the studies found may not reflect
the perceived patient safety contributions of a broader range of carers, or reflect only some of them.
In addition, although these studies included relevant findings, none of them sought to focus in-depth
on carers’ patient safety contributions; instead they explored related phenomena. Thus, in-depth
studies, such as the one proposed in the broader research project undertaken here, that explore
carers’ contributions to patient safety from the perspective of carers who support patients with a
wider range of support needs, are needed to inform the existing evidence base.
The remaining 15 studies involved populations similar but not necessarily the same as the carer
population. Results from these studies supported the themes from Tier 1, and also generated two
new themes: monitoring the patient and dealing with the aftermath.
Given the high level of heterogeneity in the populations included in this review, the use of tiers
allowed more focus to be placed on studies with similar/same populations as that eligible for the
broader research project described in this thesis. Given there were only three studies of the same
population, all with very small samples, using the tiers allowed me to distinguish potentially similar
but less exact populations, such as carers or family members in blended populations. Although the
relevance of the findings to my research objective of studies in Tiers 2 and 3 is less clear, they will
provide an important point of comparison for examining the findings of the broader research
project.
It was difficult to construct a comprehensive search strategy for this particular topic. Despite the
strengths of using a sensitive search strategy and advice from an expert in searching, it is possible I
missed studies although reference checks would have mitigated some of this risk. I note that when
carers or family members were part of a blended population, their involvement was not always
stated in the title or abstract, making it difficult to identify these studies using keywords or text
words (which use the title and abstract as their source). Also, as safety-related terms were not
always used to describe their contribution, it is possible there could have been studies that
incorporated carers’ contributions to safety (such as studies examining carers’ satisfaction with the
quality of hospital care) that were not identified by this search. I tried to minimise these issues by
checking the reference lists of included studies and relevant systematic reviews, as well as my own
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knowledge of the topic. An alternative may have been to broaden the search criteria, for example, to
include more general studies of carers in the hospital setting, retrieve all in full-text and then review
for safety-related terms, rather than eliminating them based on the absence of particular keywords
or text words. However, this would have been an enormous task and not practical for a thesis
project. It was decided the current search was a reasonable and pragmatic solution to a review of a
topic that is still lacking definition.

3.8 Summary
Given the limited amount of evidence that specifically explores carers’ perceptions and experiences
of contributing to patient safety, further studies, such as the one proposed in this thesis, are needed.
Such studies should involve carers supporting people with a wide range of needs and provide an indepth analysis of their perceived patient safety contribution. The next chapter will discuss how the
research will be conducted and why Constructivist Grounded Theory is the methodology of choice.
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Chapter 4: Methodology

4.1 Introduction
In this chapter, I justify the use of Constructivist Grounded Theory as the methodology for this
research and explain how the methods were applied. The chapter begins by explaining why a
qualitative research approach was appropriate for addressing my research question: how do carers
contribute to the safety of their relatives in the hospital setting, and how does this change over
time? I then focus on Constructivist Grounded Theory, and justify its use over other potential
methodologies. In the second half of the chapter, I describe the research methods, including the
recruitment of participants, the use of intensive interviews as the data collection method and the
data analysis techniques. I conclude the chapter with my reflections, as a qualitative researcher, on
the research process.

4.2 Qualitative research approach
Qualitative researchers “study things in their natural settings, attempting to make sense of or
interpret phenomena in terms of the meanings people bring to them” (Denzin & Lincoln, 2017, p.
10). Use of this approach here allowed for the exploration and interpretation of how people (in this
study, carers) understood a social or human problem (in this study, their role in preventing harm in
hospitals). Qualitative research has a number of characteristic features including a flexible and datadriven research design, the use of relatively unstructured data, the detailed study of a small number
of cases in a naturalistic setting, valuing the subjectivity and reflexivity of the researcher, and the use
of predominantly verbal, rather than statistical, modes of analysis (Hammersley, 2013).
A qualitative approach was more suitable for this study than a quantitative approach for several
reasons:
•

A qualitative approach was consistent with the research aim to explore the involvement of
carers in patient safety in hospitals from the perspective of carers. In pursuing this aim, I was
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interested in investigating how carers understood their involvement in patient safety and
how this understanding shaped their actions.
•

Using a qualitative approach allowed carers a ‘voice’. This was especially important since
carers are rarely heard within patient safety research (or practice). Using a qualitative
approach allowed carers to speak for themselves, rather than requiring them to conform to
quantifiable categories and terms I (or others) imposed on them (Sofaer, 1999).

•

A qualitative approach was more suited to the complex subject matter of people, their
interactions, and their interpretations of these interactions (Pope & Mays, 1995).

•

Qualitative approaches are considered particularly valuable in patient safety research, as
previous research has traditionally been dominated by a quantitative, biomedical framework
(Iedema, 2009; Vincent, 2009; Wears, Perry, & Sutcliffe, 2005).

4.2.1 Theoretical paradigm and perspectives
This research was conducted within a constructivist paradigm (Creswell, 2013; Crotty, 1998; Guba &
Lincoln, 1994; Lincoln, Lynham, & Guba, 2013; Schwandt, 1994). As such, the design of the study
reflected my belief, as a researcher, that the way to understand people’s lived experience is through
the perspective of those who live it (i.e. carers). Consistent with the constructivist paradigm, this
research was designed from a relativist ontological viewpoint, which assumed there were multiple
realities rather than one truth (Guba & Lincoln, 1994). The study also assumed a subjective
epistemological position in which I, as the researcher, co-created understandings with the
participants rather than being an objective observer (Lincoln et al., 2013). The theoretical paradigm
and perspectives chosen were influenced by my academic and personal history, including tertiary
studies in science and humanities, my career as a health practitioner and my lived experience as a
patient.

4.2.2 Research strategy
Constructivist Grounded Theory was chosen as the research strategy as it was consistent with the
constructivist paradigm outlined above. Firstly, the approach, developed primarily by Charmaz
(2014), assumes there are multiple, constructed realities that involve processes, rather than discrete
events. Secondly, the approach assumes the research process is constructed from interaction; thus
how the researcher uses the method and the questions she asks of the data shape the results
(Charmaz, 1990). Thirdly, the approach accounts for the subjective position of both the researcher
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and the participants. And finally, the approach assumes both the researcher and the participants coconstruct the data; so the data are a ‘product’ of the research process, rather than simply an
observed object (Charmaz, 2008a).
Constructivist Grounded Theory is a permutation of Classic Grounded Theory, developed by Glaser
and Strauss (1967). Constructivist Grounded Theory uses many of the strategies developed in Classic
Grounded Theory including simultaneous data collection and analysis, the constant comparative
method, coding, theoretical sampling and theoretical saturation. However, although Constructivist
Grounded Theory “adopts the inductive, comparative, emergent, and open-ended approach” of
Classic Grounded Theory, the approach rejects the objectivist epistemology underpinning the
original (Charmaz, 2014, p. 12). Thus, rather than assuming a neutral and value-free researcher,
Charmaz argues it is vital the researcher examines how their preconceptions shape the analysis and
how their values may affect the very facts they uncover. She states:
The viewer then is part of what is viewed rather than separate from it. What a viewer sees shapes
what he or she will define, measure, and analyze. Because objectivist (i.e. most) grounded theorists
depart from this position, this crucial difference reflects the positivist leanings in their studies.
(Charmaz, 2003, p. 273)

In Constructivist Grounded Theory, a reflexive stance is taken during all stages of the research
project. This reflexivity reflects the interpretive, rather than positivist, nature of the approach.
Examining the context of both the researcher and the participants is vital to the research process. As
Charmaz (2006, pp. 130-131) explains:
The constructivist approach means learning how, when and to what extent the studied experience is
embedded in larger, and often hidden, positions, networks, situations, and relationships.
Subsequently, differences and distinctions between people become visible as well as the hierarchies
of power, communication, and opportunity that maintain and perpetuate such difference and
distinctions. A constructivist approach means being alert to conditions under which such differences
and distinctions arise and are maintained.

Early in the research process, phenomenology was considered as a possible methodology for the
study. Phenomenology aims to “describe the common meaning for several individuals of their lived
experience of a concept or phenomenon” (Creswell, 2013, p. 76). However, Constructivist Grounded
Theory was chosen over phenomenology for several reasons. Firstly, the research focused on a
process (the involvement of carers in patient safety over time) rather than a particular concept or
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phenomenon. In addition, the research aimed to develop a theory of carer involvement in patient
safety. As such, Constructivist Grounded Theory, as a theory-generating strategy, would achieve this
aim, whereas phenomenology, resulting in a description, would not.

4.2.3 Symbolic interactionism as a theoretical lens
The theoretical lens used for interpreting the data was symbolic interactionism. Symbolic
interactionism is a theoretical approach emphasising agency. As such, symbolic interactionists do not
believe society, as an entity, can be analysed independently of the actions that comprise it (Cuff et
al., 1990).
Symbolic Interactionism originally derived from the writings of George Herbert Mead, a social
philosopher in the pragmatist tradition (Pawluch & Neiterman, 2010). Mead (1934) postulated
people’s subjective interpretations stemmed from their experience of interaction. As such, human
life comprised of process and change rather than stability and continuity. This emphasis on process,
rather than discrete events, means symbolic interactionists view the true meaning of certain events
as not fully understood unless the events preceding and following them are also understood (Cuff et
al., 1990). Therefore, it was vital in this research to understand the social conditions that led carers
to engage in particular safety actions, as well as consider the consequences of these actions.
Herbert Blumer from the Chicago School of Sociology extended symbolic interactionism. Blumer
(1969) proposed there were three premises to symbolic interactionism. The first premise was that
people act towards things based on the meaning things have for them. The second premise was that
the meaning we give to things is based on our social interactions; people can have different
meanings for the same thing. The third premise was that people’s meanings involved an interpretive
process and thus could change (Blumer, 1969). Applying Blumer’s premises to the study meant
viewing carers’ patient safety actions as a response to how they viewed their own, and the patient’s,
circumstances during hospital admissions, as well as how their actions and meanings were
influenced, and sometimes changed over time, through interactions with the staff and the patient
(Charmaz, 2014).
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4.3 Participants, data collection and analysis
4.3.1 Ethics
This research was conducted in a manner consistent with the National Health and Medical Research
Council (2007) National Statement on Ethical Conduct in Human Research. Ethics approval was
obtained from the La Trobe University Human Ethics Committee (approval number 13-069) before
data collection (see Appendix 10). All potential participants were sent a Participant Information
Statement via post outlining the requirements of the research, as well as the anticipated benefits
and harms (see Appendix 11) to assist them in deciding whether to participate. Participants were
offered a $30 supermarket voucher as a sitting fee for their involvement. Agreement to participate
was signified by a returned (and signed) consent form (see Appendix 12).
Although participants were free to withdraw from the research at any time, no withdrawals occurred
during the project. No complaints were lodged about this project with the La Trobe University
Human Ethics Committee, with my supervisors or me.

4.3.2 Sampling
A purposeful sampling approach was used to select participants for the study. The logic and power
of purposeful sampling relies on “selecting information-rich cases for study in depth [author’s
emphasis]” (Patton, 2002, p. 230). Information-rich cases are those that allow the researcher to
learn a large amount about the issue under study. To purposefully select my participants, I used a
combination of maximum variation and convenience sampling.
4.3.2.1 Maximum variation sampling
A maximum variation (heterogeneity) sampling strategy was the initial sampling strategy used for
the study. This strategy was chosen as it allowed me to capture central themes that cut across a
wide range of experiences (Patton, 2002). As this study was one of the first (within my knowledge) to
explore the role of carers in patient safety using Constructivist Grounded Theory, I wanted to gain an
understanding of the issues impacting across a diverse range of caring experiences, at a range of
different hospitals, rather than focusing on a specific subgroup (e.g. carers of people with mental
illness). Most participants were recruited using this sampling strategy.
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4.3.2.2 Convenience sampling
Community organisations were the main recruitment source, as is detailed in 4.3.4, but to promote
the research to participants outside of community organisations, convenience sampling was also
used. Convenience sampling is a strategy in which a sample is selected because it is accessible
(Braun & Clarke, 2013). Snowballing, in particular, is a form of convenience sampling in which the
researcher asks their participants whether they know anyone else who may be eligible to participate
(Braun & Clarke, 2013). Due to ethical considerations, if participants did indicate they knew of other
carers who may be interested, I asked the current participant to pass on my details to the potential
participants, rather them contacting them directly. This led to the recruitment of one participant.

4.3.3 Selection criteria
The inclusion and exclusion criteria for the study are detailed in Tables 4-1 and 4-2 respectively.
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Table 4-1 Inclusion criteria

Criterion

Justification

1. Carer (family member or friend) for an adult
patient who was admitted to hospital after 1
January 2013.

The time period (from 1 January 2013) aligned
with the introduction of the National Safety
and Quality Health Service Standards
(Australian Commission on Safety and Quality
in Health Care, 2012b). Because the Standards
are the main regulatory instrument shaping
safety and quality in Australian hospitals, it was
justifiable to use their introduction to
determine the time frame.

2. Carer visited the person at least once during
their hospitalisation

As the study aimed to explore carers’
experiences of patient safety during a patient’s
admission, it was important the carer visited
the patient at least once during their
admission. Because the length of the admission
of patients was likely to be variable, including
very short visits, it was considered that this
criterion would cater for all types of
admissions.

3. Carer had concerns about the patient’s care
during the hospitalisation. For example, the
carer was concerned that the hospital care
could have led to an adverse outcome or
injury, such as: a fall, a medication error,
developing an infection or pressure ulcer, or
other undesirable outcome.

This criterion aimed to target carers who had
concerns about care, particularly relating to
patient harm, as these would provide
‘information rich’ cases. Not included were
carers who had only visited the patient in
hospital and had no concerns or none regarding
safety issues. It was important to keep the
criterion reasonably broad (rather than
restricting it only to those adverse outcomes
targeted currently by the National Standards)
as it was possible carers would have concerns
relating to safety that were not specifically
covered in the Standards (e.g. poor discharge
planning leading to readmission, being
neglected by staff etc.). However, the
recruitment advertisement described some
possible adverse events, such as falls and
pressure ulcers, so that potential participants
would understand the study’s focus.
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Table 4-2 Exclusion criteria

Criterion

Justification

1. Carers who are unable to participate in
an interview due to English language
constraints.

Because the primary data source for this study
was intensive interviewing, and funding was
not available for interpreters, it was necessary
to exclude participants who were unable to
participate in an interview due to English
language constraints. This did not exclude
people whose first language was not English
but who did not need an interpreter.

2. Carers under 18 years of age.

Because this study focused on the needs of an
adult population, people aged less than 18
years were excluded.

4.3.4 Recruitment
Phase 1: Advertising
Consistent with a maximum variation sampling strategy, recruitment was undertaken by advertising
the research through a wide range of community organisations. Recruiting through community
organisations for qualitative interviews is an accepted recruitment strategy in qualitative health
research (MacDougall & Fudge, 2001). I recruited through organisations targeting carers specifically
(e.g. Carers Australia (Vic.)), carers who had experienced medical error (e.g. Medical Error Action
Group), general health consumer organisations (e.g. Health Care Consumers’ Association of the ACT,
Health Issues Centre, Chronic Illness Alliance) and a number of medical illness/condition-specific
organisations (such as Alzheimer’s Australia VIC, National Stroke Foundation, Mind, and Arthritis
Victoria (subsequently re-branded as MOVE). The illness/condition-specific organisations were
chosen as their broad reach ensured the study would be advertised to a large number of
participants. Participating organisations assisted with recruitment in a variety of ways including
through the placement of advertisements in their monthly bulletins, on their websites, through
social media and/or through web-based mail-outs to their members.
Recruiting in both Victoria (primary site) and the Australian Capital Territory (ACT) (secondary site)
increased the sampling variation further. Because the National Safety and Quality in Health Service
Standards apply across Australia, it was determined recruiting in two different parts of the country
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would help to gain insight into how the Standards were being implemented across different
state/territory government jurisdictions. Victoria was chosen due to its large, diverse population.
The additional site of the ACT was chosen due to existing links between my University and consumer
groups based in the ACT (such as the Health Care Consumers’ Association of the ACT).
Later in the study, a participant in New South Wales requested to be involved. This presented some
difficulty, as the resources to travel to New South Wales to conduct the interview were not available.
When I explained this to the participant, she said she was very keen to participate, even if it involved
giving a Skype interview. After I had discussed with her the risks of participating, particularly at a
distance, she still wanted to participate. Hence, the interview was conducted.
The possibility of recruiting through hospitals was also explored. Recruiting through hospitals would
have allowed me to reach people who were not necessarily members of consumer organisations.
However, ultimately this recruitment option was not used for several reasons. Firstly, I conducted a
number of informal conversations with the quality and safety staff of different hospitals about being
involved in the project. Although supportive in principle, they indicated the sensitivity of the topic
(carer involvement in patient safety) would result in some difficulty persuading gatekeepers to grant
access. Gatekeepers are those in the organisation who have the power to grant or withhold access
to people or situations for research purposes (Minichiello, Aroni, Timewell, & Alexander, 1995). In
addition, to recruit through a range of hospitals, the project would have required approval by
separate Ethics Committees at each health service. This would have required a larger investment of
time and resources associated with Ethics approvals. Finally, I was concerned carers may have felt
inhibited in speaking about their experiences if the research was linked to a particular hospital.
Indeed, after recruitment began through community organisations, several of the carers who
volunteered asked for clarification their interview data would not be shared with the particular
hospital they were discussing, for fear of negative repercussions on future care. For all these
reasons, I decided to focus recruitment on community organisations.
Phase 2: Telephone screening
After potential participants expressed interest in participating, via email or phone, I phoned them to
ensure they met the selection criteria. In particular, I wanted to gather further details about the
potential participant’s concerns about the patient’s admission. Because the study aimed to capture
carers with experiences of contributing to patient safety, it was important to determine the
potential participant’s experiences were relevant to this aim. Most potential participants passed the
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telephone screening process. Only one potential participant was excluded at this point on the basis
their concern did not relate to preventing harm. In this case, the potential participant’s concern
related to the hospital café not opening early enough.

4.3.5 Participants
Thirty-two participants were recruited for this research and there were no withdrawals. Prior to the
commencement of each interview, each participant was asked to complete a short demographic
survey to ensure an accurate description of the sample could be reported (Tong, Sainsbury, & Craig,
2007). Table 4-3 shows the results of the demographic survey. In this table, as well as in the Results
chapters, all participants and the patients they were supporting have been assigned pseudonyms.
Table 4-3 shows the participants ranged in age from 24 to 74 years, with a mean age of 56 years.
Most participants were female (n=29), university-educated (n=23) and were located in Victoria
(n=23).
The table shows most participants were daughters/daughters-in-law/sons (n=12), partners (n=10) or
mothers (n=7) of the patients. The remaining participants were siblings (n=2) or friends (n= 1).
Nineteen of the participants lived in the same household as the patient.
Participants supported patients with a wide range of diagnoses, with lengths of admission ranging
from one day to 240 days. Most participants (n= 23) visited the patient at least daily, with some of
these participants staying by the bedside continuously.
Additional data collected in the demographic survey but not contained in the table include that two
participants spoke a language other than English at home. Most hospitals where patients were
admitted were in metropolitan areas (29/32).
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Table 4-3 Participants' characteristics and demographic information
Pseudonym

Relationship

Barbara

Age/
Gender
67 F

Occupation

Ed level

Partner

Same houseHold
Yes

Retired

63 M
60 F

Partner
Partner

Yes
Yes

Retired
Retired

Technical
college
Undergrad
Postgrad

Sam
Danielle
Yvonne
Sally

49 F
60 F

Daughter
Daughter

No
Yes

Postgrad
Postgrad

Mary

64 F

Daughter

Yes

Ursula

44 F

No

Kate
Georgia

65 F
57 F

Daughter
-in-law
Partner
Daughter

Medical scientist
OHS Consultant/
academic
Primary school
teacher
Home duties

Kristin

56 F

Daughter

Yes

Retired
Postgraduate
student
Home duties

Erin
Kay

54 F
74 F

Partner
Partner

Yes
Yes

Natalie

64 F

Friend

No

Therese

60 F

Mother

No

Ken
Tracey

49 M
64 F

Partner
Sister

Felicity

24 F

Ingrid

52 F

Reason for patient’s
admission
Fall

Frequency of
visitation
Once

Location

Vic
Vic

Vic

30 days
Less than 21 days

Undergrad

Post chemo weakness
Cardiac issues/
Dementia
Chest infection

Daily
Daily, sometimes
twice daily
Twice daily
Daily

7 days

Daily

Vic

Postgrad

Cancer–palliative care

14 days

Vic

Postgrad
Undergrad

Vestibular neuritis
Respiratory infection

14 days
15 days

Once during the
admission
Every 2nd day
Daily

Technical
college
High school
Undergrad

Hip fracture

14 days

Daily

Vic

Sharp pain in groin
Cancer

3 days
21 days

Daily
Daily

Vic
ACT

High school

Low sugar level, diabetic

Three times/day

ACT

High school

Experiencing fits and fainting

Daily

ACT

Yes
No

Retired public
servant
Public servant
Retired

“Regularly in and
out”
4 days

Undergrad
Postgrad

Acute pain
Kidney and heart failure

Daily
Daily

ACT
ACT

Partner

Yes

Public servant

Undergrad

Food poisoning

8 days
“Regularly in and
out”
4 days

ACT

Mother

Yes

Bank officer/
parent support
worker

Technical
college

Straightening ankle joints

5 days

Once during the
admission
Stayed
continuously

Yes
No

Carer
Retired public
servant
Home duties

Infectious disease
Hip replacement

Duration of
admission
Discharged same
day
14 days
3 days
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Vic
Vic

Vic
ACT

Vic

Susan

52 F

Partner

Yes

Carer

Undergrad

Tracheostomy blockage

8 days

Vic

3 days

Stayed
continuously
Daily
Daily (sometimes
twice daily)
Daily

Fran
Bella

69 F
54 F

Partner
Daughter

Yes
Yes

Retired
Lecturer

Undergrad
Postgrad

Renal transplant issues
Fall

60 days
12 days

Sarah

44 F

No

Public servant

Undergrad

Stroke

Diana

63 F

Daughter-inlaw
Mother

No

Postgrad

Bernadette

52 F

Daughter

No

Retired
psychologist
Physiotherapist

Manic episode

42 days

Every 2-3 days

Vic

Undergrad

Cardiac issues

80 days

NSW

Postgrad

Mental health crisis

120 days

Yes

Retired
pharmacist
Home duties

Daily or twice
daily
Every 3-4 days

Eleni

69 F

Sister

No

Rachel

64 F

Daughter

Undergrad

Mental health issues

240 days (approx.)

Vic

Son
Daughter

No
No

Social worker
Unpaid carer

Postgrad
High school

Broken vertebrae
Multiple system atrophy

Mother
Mother
Mother
Mother

Yes
Yes
No
Yes

Carer
Carer
Project officer
Carer

High school
Undergrad
Postgrad
Technical
college

Pneumonia
Adrenal crisis
Osteomyelitis and skin ulcers
Malnutrition and mental
illness

60 days
“Regularly in and
out”
10 days
4 days
240 days
18 days

2-3 times per
week
Every 3-4 days
Daily

Diaz
Freya

47 M
45 F

Kelly
Nina
Wendy
Rita

42 F
60 F
48 F
52 F

Daily
Daily
Weekly at least
Daily

Vic
Vic
Vic
Vic
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Vic
Vic
ACT

Vic

Vic
Vic

4.3.6 Data collection
Intensive interviewing was the data collection method for this research. Intensive interviewing is
“a gently-guided, one-sided conversation that explores research participants’ perspectives on
their personal experience with the research topic” (Charmaz, 2014, p. 56). Intensive interviewing
is consistent with Constructivist Grounded Theory methodology. Although observation was also
considered as a data collection method, the aim of exploring carers’ perceptions and
experiences of their patient safety involvement, and how this involvement changed over time,
could not be addressed through observing them; instead I needed to ask them. As Patton (2002,
p. 341) states:
The issue is not whether observational data are more desirable, valid, or meaningful than selfreport data. The fact is that we cannot observe everything. We cannot observe feelings, thoughts,
and intentions. We cannot observe behaviors that took place at some previous point in time. We
cannot observe situations that preclude the presence of an observer. We cannot observe how
people have organized the world and the meanings they attach to what goes on in the world. We
have to ask people questions about those things.

Intensive interviewing has a number of key characteristics that were adopted for this research.
The participants had first-hand experience of the process under study (patient-safety caring),
which could be explored in-depth, using questions that were open-ended. The interview focused
on understanding carers’ meanings, perspectives and experiences of contributing to patient
safety in the hospital setting, and I was able to pursue unanticipated lines of inquiry, accounts of
actions and implicit views (Charmaz, 2014). Because intensive interviewing adopts a
constructivist, rather than conventional, approach, each interview was regarded as “a perfectly
miniature and coherent world in its own right” rather than being a reflection of the external
world or the internal world of the respondent (Denzin, 2009, p. 217). This meant the interview
data was necessarily co-produced by both the interviewee and me.
Intensive interviews were conducted with the participants during the period March 2014 to
August 2015. I initially developed an interview guide suited to both the interview style and the
objectives of the study (see Appendix 13). The interview guide translated my research objectives
into open-ended questions that would make sense to my participants (Brinkmann, 2013). In
phrasing the questions, I considered the symbolic interactionism theoretical perspective
informing the study and thus focused on investigating the participants’ meanings and actions
(Charmaz & Belgrave, 2012). I was also mindful of the order of the questions and grouped them
into initial, intermediate and ending questions (Charmaz, 2014). My initial questions were
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designed to begin a conversation about the participant’s past experiences without immediately
delving into their hospital experience. Thus, my opening question was usually “Can you tell me
how you came to be a carer for [name of patient]?” My intermediate questions aimed to elicit
the participant’s views and feelings about the recent hospital incident when they felt their
relative was or could have been harmed by their hospital care. For example, an intermediate
question was “I understand you were concerned about something that did or could have gone
wrong. Can you tell me about your experience of that incident?” Follow-up questions included
“Can you tell me about your role in either preventing or attempting to prevent the incident?”
and “Who or what influenced your actions?” As I was interested in how the process changed
over time, I asked the participants “Comparing your first and most recent experiences assisting
[the patient] in hospital, can you tell me how you feel your role has changed over time, if at all?”
The concluding questions aimed to bring the participant back to a normal conversational level
and focused on positive aspects of the experience e.g. “Can you tell me about any things you
learnt from the experience?” and “Is there something further you would like to add?”
Participants also spoke about experiences not explicitly covered by the interview guide. For
example, although the interview focused on one particular admission, many of the participants
had experienced multiple hospitalisations with the patient, and these were often raised (and
compared) during the interview. Several participants also talked about experiences of supporting
other people (such as other family members) through hospital admissions or their own
admissions to hospital. This additional interview data was valuable in the data analysis phase.
Before commencing my interviews, the interview guide was piloted with a colleague who met
the eligibility criteria and who was asked for her feedback about the experience. Piloting the
interview guide was an important step to identify any shortcomings (Arksey & Knight, 1999).
Because data collection and analysis were simultaneous, consistent with Constructivist
Grounded Theory, the interview guide changed to include more focused questions about
emerging categories and concepts as the interviews progressed.
Face-to-face interviews were offered as the primary mode of interview. This mode allowed a
greater opportunity to immerse myself in the participants’ worlds, consistent with the symbolic
interactionist perspective. Face-to-face interviews also provided more information about the
participant in terms of their gestures, body language and facial expressions (Brinkmann, 2013).
Such information was important as I perceived the interview as an interaction, and meaningmaking occasion, necessitating I be attuned not only to what was said, but also how it was said
(Holstein & Gubrium, 2004).

68

Telephone or Skype interviews were offered as an alternative if preferred by the interviewee or
the interview location was too far to reach by car. Sturges and Hanrahan (2004) have compared
the quality and quantity of data obtained in face-to-face and telephone qualitative interviews
and concluded there were no significant differences between the modes. Of the 32 interviews I
conducted, 27 were conducted face-to-face in a variety of locations chosen by the participants –
home, café, work and partner’s respite care facility. Four of the interviews were conducted via
phone and one via Skype.
Due to the potential sensitivity of the subject matter, strategies were put in place to reduce the
risk of participants becoming distressed or traumatised by the interview experience. Firstly, for
those participants who initially chose telephone or Skype as the interview mode, I highlighted
the possibility the interview may contain discussion of sensitive, and potentially upsetting,
events and gave them the opportunity to change to face-to-face mode. However, none of the
participants subsequently changed mode. Secondly, all participants were informed at the
beginning of the interview that they were free to stop and/or withdraw from the interview at
any time. Thirdly, if participants became emotional during the interview (which did occur to a
minority), I asked them gently if they wanted to stop the interview, and if this was declined,
whether they wanted to “have a break” from the interview. In these cases, the participants all
opted to continue, so I carefully monitored that their distress levels did not increase. I also
carried the contact details of Lifeline, a 24-hour counselling service, with me in case any of the
participants became very distressed during the interview, however this did not occur. Fourthly,
for all participants, I ensured that I concluded the interview with a positive question (such as the
participant’s positive hospital experiences). Once the interview was finished, I asked each
participant how they felt about the interview process, to check they were not feeling
traumatised or distressed, and prior to departing, I would gently steer the conversation back to
‘everyday’ issues, such as the participant’s plans for the evening or weekend. These strategies
appeared successful in protecting the participants from harm due to the interview process.
All interviews were audio-recorded because it provides the “best record of an interview” (Kelly,
2010, p. 313). I also took notes during the interview—mainly of points I wished to return to—
but also as an alternative record of the interview in case the tape failed. Audio recording also
allowed me to focus on the interviewee, and maintain social conventions (such as eye contact)
during the interview without the disruption caused by constant note-taking (Kelly, 2010).
Immediately after each interview, field notes were written as a record. Descriptive details
recorded included the physical setting, descriptions of my participants, and recall of key
moments in the interview. My reflective observations included how I felt during the interview
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process (e.g. nervous, rushed, at ease) and how this may have affected the interview, particular
questions that worked well or were difficult for the participants to answer, as well as potential
questions to add to my interview guide.
All interviews were transcribed. I transcribed the first ten interviews myself and the remaining
interviews were transcribed by a professional transcribing service. Although transcription is
often viewed as the behind-the-scenes part of qualitative research, Oliver, Serovich, & Mason
(2005, p. 1273) state transcription is a “powerful act of representation”. Thus, how a researcher
decides to represent audio-recorded data is influenced by our theoretical assumptions about
research, ethical decisions about how we represent our participants and is a political act
(Roulston, 2010). I will now detail some reflections on the transcription.
Given the Constructivist Grounded Theory methodology, the primary focus when transcribing
was to record the participants’ perceptions and meanings accurately. This meant aspects of
speech that were considered unnecessary or distracting to the overall meaning were not
transcribed (e.g. um’s, ah’s and stutters). However, paralinguistic information important to
meaning, such as pauses (and their length), emotional information (such as laughter, anger) and
word stress was included. I reviewed the interviews that were professionally transcribed while
listening to the audiotape of interview. This allowed me to add paralinguistic information the
professional transcriber had not included.
In order to ensure the transcripts represented the participants in accordance with how they
wished to be perceived, all individuals were offered the opportunity to engage in ‘member
checking’ of their transcripts (Roulston, 2010). Participants who agreed to undertake member
checking were emailed or mailed a copy (according to their preference) prior to the analysis
phase. They were asked to return the copy with any changes marked, or else to let me know
they did not require changes. Many participants approved the transcripts without requesting
changes. However, a few participants removed data from the transcript or changed the wording
of sentences. Because the primary consideration was for participants to be represented
according to how they wanted to be perceived, the revised, rather than the original, transcript
was used as the basis of the analysis.
Using intensive interviewing as the data source did have some limitations. Interviewees may
have been unwilling to share all pertinent information. In addition, they may not have realised
particular information would be relevant to the study and therefore would not mention it or
they may have forgotten events, changed the sequence of events, or forgotten relevant detail
(Roulston, 2010). Interviews were also time-consuming for participants compared to some other
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methods (e.g. survey) and this may have discouraged some or limited the interview time for
others (Braun & Clarke, 2013). Despite the higher investment of time required, 32 participants
still volunteered to be interviewed for this study. Although it is possible some may have
forgotten events or changed their sequence, the rich, experiential quality of data obtained from
the interviews overall provided a wealth of useable data to analyse.

4.3.7 Data analysis
Consistent with Constructivist Grounded Theory, analytic strategies included coding, memo
writing, theoretical sampling and the constant comparative method. Data collection and analysis
occurred simultaneously in an iterative process. Coded data was managed using NVIVO.
4.3.7.1 Initial coding
The initial coding stage of the early transcripts consisted of line-by-line coding. Line-by-line
coding helped me to remain open to the data, observe nuances, and avoid applying any of my
own pre-conceived notions onto the participants’ experiences (Charmaz, 2014). I coded using
gerunds, to keep my focus on action and process, and used the participants’ own words as much
possible to facilitate viewing the experiences from their perspective (Charmaz, 2006). Examples
of some of my line-by-line codes are shown in Appendix 14.
4.3.7.2 Early memos
To engage critically with the data as early as possible, I began writing memos during the initial
coding stage. These memos were based on memo questions suggested by Charmaz (2006)
including “What is going on within the interview accounts?”, “What are people doing?” and
“What are people saying or trying to say?”. Initially, these memos were written about individual
interviews so I could consider the interview as a whole in the context of the line-by-line codes
(see Appendix 15). As I undertook more interviews, I also wrote early memos about actions and
processes I could see emerging in a range of interviews (see Appendix 16). Even at the early
stages, the interview guide started changing to incorporate questions and probes about different
actions and processes I felt were emerging. Some of these probes proved fruitful, such as asking
participants whether they tried to communicate information in non-verbal formats (which
became the sub-category ‘making information visible’), whereas others resonated less with
participants and were ultimately discarded.
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4.3.7.3 Focused coding
Once I had established some strong analytic directions in the data as a result of the line-by-line
coding, I moved to focused coding. This meant I used the most significant codes (e.g. noticing
deterioration, picking your battles, giving up, questioning the staff, taking control) as well as
more frequent codes (e.g. being there, knowing the patient, perceiving the patient’s
vulnerability) to sift through large chunks of data. I tested these codes against the data to see
whether they were adequate to categorise large amounts of data in ways that made the most
analytic sense. I was also able to test these codes in new interviews by pursuing particular lines
of enquiry based on the focused code.
4.3.7.4 Advanced memos
As I moved from initial to focused coding, I began writing advanced memos, which focused on
understanding and distinguishing between the properties of the main categories of the process
of ‘patient-safety caring’. At the theoretical coding stage, I wrote further memos probing the
relationships between the three categories and the conditions explaining why participants
moved (or not) between them. I also used clustering techniques to stimulate my thinking about
relationships between the codes, prior to writing a memo (Charmaz, 2014).
4.3.7.5 Constant comparative method
From the beginning of my data analysis, I used the constant comparative method to establish
analytic distinctions (Charmaz, 2014). I did this by comparing statements and incidents within
the same interview first, and then comparing statements and incidents between participants.
This allowed me to refine my analytic categories. For example, within individual interviews, I
compared how a participant acted in response to one patient safety hazard versus another, or
how they interpreted the responses to their safety concerns of one staff member versus
another, and whether their actions were different at the beginning of the admission versus at
the conclusion. Between participants, I compared whether there were similarities or differences
in how they acted in response to the same safety hazard or the same response from staff. Where
there were differences, I compared the group of participants who responded in one way to
those who responded in another and probed further for intra-group similarities. For example, I
compared the data to explore why some participants got angry with staff and others remained
silent. This ultimately allowed me to refine my analysis and distinguish the conditions, actions
and consequences for the three core concepts comprising the theory: ‘contributing without
concern’, ‘being proactive about safety’ and ‘wrestling for control’.
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4.3.7.6 Sensitising concepts
Sensitising concepts informed the analysis as the data was coded. Sensitising concepts are
“background ideas that inform the overall research problem” (Glaser & Strauss, 1967, p. 259).
One of the sensitising concepts I used during the analysis was trust. ‘Losing trust’ was an initial
code that later became a focused code (and subsequently part of the theory). As the code kept
occurring in the data, I sought literature about how trust in health practitioners developed and
diminished to explore whether any of the concepts about trust helped to explain the data. The
work of authors such as Mechanic (1996), Baier (1986) and Gilson (2006) on trust was
particularly helpful in extending my analysis.
4.3.7.7 Theoretical sampling and saturation
Consistent with Constructivist Grounded Theory, theoretical sampling was also used. Strauss and
Corbin (1990, p. 176) define theoretical sampling as “sampling on the basis of concepts that have
proven theoretical relevance to the evolving theory”. Consistent with Charmaz (2014), I did not
commence theoretical sampling until tentative categories had emerged in my data. Topics added
to my interview guide further into the research process reflecting theoretical sampling included
trust (e.g. “And you mentioned that you’re generally very trusting of doctors. Can you tell me
more about that?”) and knowing the system (e.g. “Can you describe how well you feel you know
the hospital system?”). I used theoretical sampling until the properties of the three categories
comprising the theory (‘contributing without concern’, ‘being proactive about safety’ and
‘wrestling for control’) were saturated. Analysing these properties led to further clarification of
the relationship between the categories. Once no new properties were emerging in each of the
categories, I had reached theoretical saturation and therefore stopped data collection (Charmaz,
2014).
4.3.7.8 Theory development
My analysis, including the saturated categories and the conditions under which each of the
categories were operative, led to the Constructivist Grounded Theory of patient-safety caring.
An example showing how the categories emerged from the different levels of coding is provided
in Appendix 17. The theory developed was substantive, rather than formal, because it addressed
a specific problem in a substantive area (namely carers’ contributions to patient safety in
hospital) (Charmaz, 2006; Glaser & Strauss, 1967). A formal theory, in contrast, develops
abstract concepts and specifies the relationship between them in order to address problems
occurring in multiple substantive areas (e.g. a theory of trust would be a formal theory)
(Charmaz, 2006; Glaser & Strauss, 1967). A substantive theory is a mid-range theory, which
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means it falls between a “minor working hypothesis of every day life and an ‘all inclusive’ grand
theory” (Glaser & Strauss, 1967, p. 33).
The theory was interpretive, consistent with Constructivist Grounded Theory, meaning I sought
to explain how the participants constructed their patient safety meanings and actions in the
hospital setting. Although I attempted to stay as close to my participants’ experiences as I could,
the theory did not attempt to replicate their experiences. Rather, it was an interpretation
rendered through my own view, as the researcher. Thus, different researchers may generate
similar ideas, but how they render them theoretically may differ (Charmaz, 2014). In this way,
the theory is the combination of the participants’ interpretations of their own experiences,
within the interview environment, as well as my interpretations of their experiences within my
own value set. My values are reflected in both the questions I asked in the interview and the
analytic questions I posed of the data. Being aware of my values, and how these influenced both
the data collection and analysis was vital to the rigour of the research process. I discuss my
reflections on the research process below.

4.3.8 Reflections on the research process
Reflexivity is a crucial requirement for qualitative research and involves “critically reflecting on
the knowledge we produce, and our role in producing that knowledge” (Braun & Clarke, 2013).
Keeping a research journal during the research process helped me to be aware of the
assumptions and potential biases I brought to the data collection and analysis. An example of
one of the journal entries illustrated an inner conflict that emerged between my identity as a
health practitioner (speech pathologist) and my identity as a researcher. I reflected on one of my
participants’ perspectives about an interaction with a speech pathologist at the hospital. From a
health practitioner perspective, I felt misunderstanding the role of the speech pathologist likely
influenced the participant’s experience of the interaction. In my journal entry of this interview, I
reminded myself my focus as a researcher lay in understanding the participant’s perceptions of
the events, that there is not one ‘truth’ and that there can be multiple meanings of the same
event depending on the standpoint of the viewer.
Consistent with reflexivity, I also considered the power differential between myself (the
researcher), and my participants (the researched). I thought about how characteristics such as
gender, cultural background and education level influenced the research relationship. Even given
my personal similarity to several participant characteristics, I still felt the power imbalance of my
position as the ‘researcher’. The participants often entrusted me with distressing and highly
personal experiences within minutes of making my acquaintance. I felt this encouraged me to
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work harder in my research to “give back” to the participants, who had been so generous with
their experiences, by way of my findings and theory.
The trustworthiness of the research relates to the methods used to ensure the research process
has been conducted correctly (Braun & Clarke, 2013). There were several ways I improved the
trustworthiness of this research. Firstly, I discussed all stages of the research process with my
research supervisors and they provided an ongoing critique of my methods. Secondly, I attended
a 3-day workshop about Constructivist Grounded Theory, facilitated by Professor Kathy
Charmaz, during the early stages of my data collection. Finally, I joined a Constructivist
Grounded Theory group at La Trobe University. The group met on a weekly basis to discuss how
different students applied Constructivist Grounded Theory methodology to their own research.
This provided an opportunity to ask questions about the methodology and its application to my
own research, as well as gain other students’ interpretations and insights into the analysis of the
interview data.
Charmaz (2014) suggests the value of grounded theory studies relates to the following criteria:
credibility, originality, resonance and usefulness. I believe the credibility of my theory is strong,
given I achieved intimate familiarity with the topic of carers’ contributions to patient safety. I
conducted 32 interviews, most of which were over an hour in duration and provided very
detailed accounts of a broad range of carers’ experiences of safety in the hospital setting.
Sufficient data was obtained to saturate the properties of the categories in my theory. In the
subsequent results chapters, I provide strong evidence supporting these categories and the
resulting theory.
The Constructivist Grounded Theory developed in this research is original as it is the only
grounded theory of patient-safety caring. The theory also extends concepts such as ‘trust’ and
‘prior history of adverse events’ into a dynamic process explaining how and why carers
contribute to patient safety and how this contribution changes when responding to certain social
conditions. The resonance of the theory has been tested through presenting the theory to a
meeting of Carers Australia (Vic.), the peak lobby group for carers in Victoria. The group felt the
theory was highly plausible, and generally reflected the experiences of their membership.
Ultimately, I believe the theory will be useful for informing patient safety policy and practice,
particularly with relation to improving safety partnerships between staff and carers. The
usefulness of the theory will be discussed further in Chapter 10.
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4.4 Summary
In this chapter, I have described and justified the use of Constructivist Grounded Theory as the
methodology for this research. Constructivist Grounded Theory was consistent with my
constructivist theoretical paradigm, appropriate for exploring the social process of patient-safety
caring and would result in theory construction, rather than description. Consistent with
Constructivist Grounded Theory, symbolic interactionism was the theoretical lens through which
I viewed the data, due to its emphasis on process, and the link between meaning and action. I
recruited 32 carer participants for this research mainly from Victoria and the ACT. These
participants engaged in intensive interviews mainly face-to-face, but also over the phone or
Skype. The intensive interviews yielded a rich data set that was analysed using coding, memo
writing and the constant comparative method. The analysis resulted in the development of a
credible, original, resonant and useful Constructivist Grounded Theory of the process of patientsafety caring. This theory is the focus of the next chapter.
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Chapter 5: The Constructivist Grounded Theory

5.1 Introduction
In this chapter, I present the Constructivist Grounded Theory of the complex social process I
describe as patient-safety caring. This theory is an interpretation, grounded in the data, of how
carers constructed meanings and actions related to contributing to patient safety in hospital. I
have outlined the theory first in my findings, as it provides a clear framework in which to
interpret the more detailed analysis provided in Chapters 6 to 9.
This Constructivist Grounded Theory has several components. Firstly, there are the
preconditions for engaging in patient-safety caring: ‘being there’ and ‘knowing the person’.
These preconditions are presented in detail in this chapter and will include excerpts from the
data to show how they were developed. Secondly, the main concepts comprising the process of
patient-safety caring will be introduced (with evidence supporting their development presented
in chapters 6 to 8). These three, interrelated concepts reflected the intensity of carers’
engagement in patient safety and included: 1) contributing without concern (low intensity
patient-safety caring), 2) being proactive about safety (moderate intensity patient-safety caring)
and 3) wrestling for control (high intensity patient-safety caring). Finally, an overview will be
given of the factors that affected the speed of movement through the process (with evidence
supporting their development to follow in Chapter 9). These included factors that accelerated,
impeded or delayed progress.

5.2 Pre-conditions
Two pre-conditions were relevant to all participants and are described and supported with
quotes in this chapter. These two conditions needed to be satisfied for carers to engage in the
process of patient-safety caring at any intensity. The conditions were ‘being there’ with the
patient (either in person or virtually) throughout the admission, and ‘knowing the person’.
Meeting these pre-conditions meant carers were equipped with the opportunities (through
‘being there’) and knowledge (through ‘knowing the person’) necessary to intervene and
potentially make a unique contribution to patient safety.
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5.2.1 Being there
In order to participate in patient safety, carers needed opportunities for involvement. These
were provided by being there with the patient, in-person or via phone, throughout the hospital
admission. Particularly for carers new to hospital, being there was initially related to activities
other than safety; for example, emotional support, reassurance and practical assistance, but this
could change with accumulated hospital experience.
All carer participants spoke of being there with the patient, and as illustrated by the
demographic data in Table 4-3, most participants visited the patient daily (at least), and some
participants stayed with the patient continuously for as long as possible throughout each day
and all or part of the night. For many carers, being there for the patient was a combination of inperson visits supplemented by regular telephone contact. For example, Nina described her
telephone contact with her hospitalised daughter as follows:
We’re pretty much talking to each other most of the time and checking up, you know, on what
procedures they’ve done or what tests they’ve done, or who’s been in, or what the doctor said.
So we’re sort of communicating the whole time.

Being there for the patient allowed carers to monitor the patient’s condition and progress,
exchange information or involve themselves in patient safety: “I’m just there, you know, asking
questions” (Diana). Being there also provided opportunities for carers to give information to
staff, and participate in decision-making. An example of the latter type of opportunity was
Mary’s presence during doctors’ rounds:
Because sometimes (the ward round would) be early morning, sometimes it’d be afternoon, and
if you’re not there, they just decide on things without you, really.

Crucially, being there provided opportunities for carers to intervene and potentially prevent
harm to the patient from occurring. Many participants described noticing risks or intervening to
prevent medical errors or adverse events through being there with the patient—purely
coincidentally—at the time of an incident. Participants tended to describe these occurrences as
‘lucky I was there’, demonstrating the coincidental nature of certain aspects of their crucial
contribution to patient safety.
Susan’s experience is probably one of the most serious in terms of the implications of being
there for patient safety. Susan was a carer for her husband, William, who had a neuromuscular
condition requiring him to breathe with a ventilator. While with William during a hospital
admission, a mucous plug blocked her husband’s airway causing respiratory arrest (and the need
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for a subsequent tracheostomy). Susan perceived ‘being there’ at the time the incident occurred
was critical to his survival as she was able to alert the nursing staff quickly:
It was only that I was there that I was able to push the button on the wall for help and they all
came running, and I stayed in the room while they were resuscitating him.

The nature of being there could change over the course of the process of patient-safety caring.
At the beginning of the process (contributing without concern), being there was primarily a way
of providing comfort, company and emotional support to the patient as well as a way of
participating in decisions being made by the hospital staff. Thus, being there did not have an
explicit safety focus. However, as the admission continued and carers accumulated hours at the
hospital, carers became more aware of potential hazards to the patient’s safety. As such, the
nature of being there could change from being there coincidentally for safety, to being there
deliberately for safety. As an example of the latter, Kay ensured she was at the hospital every
day at 6pm to ensure her husband’s Clexane (anti-clotting) injection was not forgotten by the
staff after her husband previously suffered pulmonary embolisms in hospital.

5.2.2 Knowing the person
Carers also needed to know the person as a pre-condition to engaging in the process of patientsafety caring. Through their complex and intricate understanding of the patient, carers
possessed knowledge often not available to hospital staff. Carers’ knowledge often spanned the
patient’s entire life, and included issues specific to their health, illness and general life
circumstances. Thus, they knew the ‘person’, rather than just the ‘patient’.
Carers developed a unique knowledge of the patient through sharing everyday experiences and
significant events with them over long periods of time. Carers described the difference between
how they knew the patient, and how hospital staff knew the patient. For example, Erin, who was
one of a number of participants who lived with the patient, said:
Because we’re with them 24-seven. [Yes] You know, we sort of, we have a little bit of knowledge
and I think it needs to be passed on when it comes to other professionals because you, they see
“You (health practitioners) see them for 10 minutes. There’s no way on earth you would know
the little things that were going, that are important [Yes] and that can make that little bit of a
difference.”

Bernadette, a carer to her mother and a health practitioner, also contrasted the knowledge of
the carers versus the knowledge of hospital staff:
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The family knows that person better than anyone else and they need to use that experience.
Because here’s someone who’s so sick and (the hospital staff) don’t know them from a bar of
soap. They can look at all the charts and they can look at all the vital signs and whatever but they
don’t know the person.

Carers shared a diverse array of knowledge about the patient with hospital staff during the
admission. This array of knowledge was used as the basis for many of the actions undertaken by
carers as part of patient-safety caring. In Table 5-1 below, the different types of knowledge
shared by carers with staff is shown and described, and then an example is given of how this
knowledge informed the carers’ different patient safety actions.
Table 5-1 Aspects of carers' knowledge of the person with examples of how carers used this knowledge
in patient safety actions
Aspect of carers’
knowledge

Description

Example of carers using this
knowledge to engage in patient
safety actions
Detecting and intervening to
prevent the patient being given
the wrong medication

Knowing the patient’s
medical history

Knowing information about the
patient’s allergies, medications, test
results and the (often long) history of
the patient’s medical condition/s.

Knowing the patient’s
baseline

Knowing the patient’s usual level of
physical and emotional functioning
outside of the hospital environment.

Challenging the hospital staff
about discharging the patient
before they had recovered

Knowing when the
patient’s not right

Knowing (often subtle) signs the
patient was deteriorating, such as the
patient complaining of a new type of
pain, or getting weaker over days in
hospital.

Detecting and alerting staff to
the patient’s deterioration

Knowing how to manage
the patient’s chronic
condition, disability or
frailty

Knowing how to best meet the
patient’s needs in terms of mobility,
eating and drinking, equipment and
positioning.

Detecting and intervening when
the patient is not being
positioned properly in bed

Knowing the patient’s life
values and preferences

Understanding the patient’s preferred
quality of life and course of action in
end-of-life discussions.

Dismissing assumptions by the
medical team about the
patient’s quality of life when
critical care decisions are being
discussed

The table demonstrates there were different facets to a carer’s knowledge of the patient, which
were useful for engaging in a range of different patient safety actions, from detecting
deterioration to influencing critical care decision-making.
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5.3 Main concepts
Patient-safety caring consisted of three interrelated concepts, which are presented here in brief
and then elaborated and supported with data in Chapters 6 to 8. The concepts, in order of
increasing intensity of patient-safety caring, were: ‘contributing without concern’, ‘being
proactive about safety’, and ‘wrestling for control’. Figure 5-1 diagrammatically represents each
of these concepts, and their associated conditions, actions and consequences, as well as the
relationship between the concepts. Depending on the conditions faced during the current or
previous admissions, carers entered the process of patient-safety caring at different levels of
intensity. Carers’ safety actions could become more intense (indicated by the dotted line
between concepts) if they faced particular conditions during an admission.
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Figure 5-1: Main concepts of patient-safety caring
Concept 1:

Conditions:

Actions:

Consequences:

Contributing
without
concern

Having limited prior
experience of
hospitals

Monitoring the
patient

Feeling guilty
after adverse
event

Alerting the staff

Having positive prior
experiences

Concept 2:
Being
proactive
about safety

Awaiting treatment
decisions

Conditions:

Actions:

Consequences:

Encountering
unresolved safety
concerns

Monitoring for safety
hazards

Feeling
responsible for
safety

Pursuing safety
hazards

Experiencing multiple
safety concerns

Participating in
treatment decisions

Perceiving the patient
was at risk of serious
harm

Feeling
dismissed

Keeping treatment
trajectory on track

Knowing the gaps in
hospital processes

Facilitating the
patient’s
involvement

Concept 3:

Conditions:

Actions:

Consequences:

Wrestling for
control

Perceiving the staff
were failing to resolve
an imminent threat of
harm

Monitoring for harm

Preventing
medical errors
and harm

Fighting for action
Taking control of
treatment decisions

Experiencing harm
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Buffering harm

Overseeing the
treatment trajectory

Feeling
responsible

Facilitating the
patient’s
involvement

Experiencing
hostility

Carers who commenced patient-safety caring at the lowest intensity level (caring without
concern) were generally those without significant experience within hospitals or whose previous
experiences had been positive. These carers often had a high degree of trust in health
practitioners and did not want to challenge them. Thus, they engaged in actions that were at a
low intensity of patient-safety caring. These included monitoring the patient, alerting the staff
and awaiting treatment decisions. The main consequence for carers engaging in contributing
without concern was a feeling of guilt if the patient suffered an adverse event.
‘Being proactive about safety’ generally included carers who had spent time in hospital
previously and had been aware of medical errors occurring (knowing the gaps in hospital
processes). Otherwise, being proactive about safety included carers who, on the current
admission, had been engaging in patient-safety caring at the level of contributing without
concern until they became worried their safety concerns were not being resolved (encountering
unresolved safety concerns), noticed a series of different safety concerns (experiencing multiple
safety concerns) or were concerned about a particular safety hazard to the patient (perceiving
the patient was at risk of serious harm). Through their observation of medical errors or sensing a
potential for harm, these carers retained some trust in health practitioners but realised carers,
themselves, also needed to be proactive if safety hazards were to be adequately addressed.
Thus, these carers engaged in moderate intensity patient-safety caring through actions such as
monitoring for safety hazards, participating in treatment decision-making, keeping the patient’s
treatment trajectory on track and facilitating the patient’s involvement in safety. As a result of
engaging in being proactive about safety, carers felt dismissed by staff in their safety concerns
and felt an increased responsibility for the patient’s safety.
‘Wrestling for control’ represented the highest intensity of patient-safety caring. Carers who
wrestled for control were generally those who had endured the patient suffering an adverse
event on the same or a previous hospitalisation (experiencing harm), perceived the staff were
failing to respond to a threat of an impending adverse event on the current admission
(perceiving the staff were failing to resolve an imminent threat of harm). In confronting these
conditions, carers’ trust in the staff to protect the patient from harm was very low or nonexistent. As such, carers engaged in high intensity patient safety actions including: monitoring
for harm, fighting for action, taking control of decision-making, overseeing the treatment
trajectory and facilitating the patient’s involvement in safety. The consequences of wrestling for
control included positive outcomes for the patient, including preventing medical errors and
harm, as well as buffering harm caused. However, carers also experienced hostility from the staff
as a result of high intensity patient-safety caring, and continued to feel responsible for the
patient’s safety.
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5.4 Factors affecting speed of movement
There were a number of factors that accelerated, impeded or slowed down how quickly a carer
moved into a different level of intensity of patient-safety caring. Key accelerating factors were
feeling confident in the carer’s own knowledge and perceiving the patient as particularly
vulnerable to harm. Key factors delaying moving into a higher level of intensity were fear of
putting staff offside and being at the hospital less. And finally, key factors impeding a carer
moving into a higher intensity level of patient-safety caring were feeling intimidated by the staff,
being asked by the patient or family not to take action and becoming exhausted. These factors
are described in detail in Chapter 9.

5.5 Summary
This chapter has provided an overview of the Constructivist Grounded Theory of the process of
patient-safety caring. The overview showed there were two pre-conditions necessary to engage
in patient-safety caring at any level of intensity: being there and knowing the person. These preconditions informed a range of different safety actions taken by the carer to contribute to the
patient’s safety. Three major concepts formed the process itself: contributing without concern,
being proactive about safety and wrestling for control. Each of these concepts represented a
degree of intensity in carers’ patient safety actions, from low intensity (contributing without
concern) to high intensity (wrestling for control). The consequences for carers of engaging in
patient-safety caring were mostly negative, except at wrestling for control where they made a
positive impact on the patient’s safety (albeit at a cost to themselves). A range of factors could
accelerate, impede or delay the process of patient-safety caring.
In the subsequent Results chapters, the detailed evidence necessary to support this theory of
patient-safety caring will be provided. In Chapters 6 to 8, I will provide an in-depth analysis of
the conditions, actions and consequences comprising each of the major concepts: contributing
without concern (Chapter 6), being proactive about safety (Chapter 7) and wrestling for control
(Chapter 8). Then, in Chapter 9, I will detail and explain the factors that accelerated, delayed and
impeded the process of patient-safety caring.
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Chapter 6: Contributing without concern

6.1 Introduction
‘Contributing without concern’ occurred when carers engaged in patient safety actions at
relatively low intensity. This category involved a minority of participants, with only four in the
sample engaging at this level of intensity. The components of contributing without concern are
shown in Figure 6-1 and their development is supported with extracts from the data in this
chapter. Carers at this intensity level were typically those who had limited prior experiences of
hospitals, or whose previous experiences had been positive. As such, carers’ trust in health
practitioners was high, their level of concern about safety issues was low, and though they
contributed actively to general caring, their contribution to safety was typically indirect. When
carers engaged in contributing without concern, they felt a responsibility to work with the staff
to facilitate the patient’s recovery, but they did not feel a particular need to take personal
responsibility for the patient’s safety. Reflecting these perceptions, carers engaged in low
intensity patient safety actions. Carers at this intensity level could feel guilty if a medical error
occurred during the admission.
Figure 6-1: Components of contributing without concern
Concept 1:

Conditions:

Actions:

Consequences:

Contributing
without
concern

Having limited prior
experience of
hospitals

Monitoring the
patient

Feeling guilty
after adverse
event

Alerting the staff

Having positive prior
experiences

Awaiting treatment
decisions
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6.2 Conditions
Carers engaged in low intensity patient-safety caring generally had a high level of trust in the
capacity of staff to take care of the patient, and ensure their safety. Contributing without
concern stemmed from carers’ assumptions that “the staff know what they’re doing”. Through
having limited experience in hospitals, and thus less exposure to medical errors, they were
mostly unaware of safety issues. And when safety issues were noticed, they were less likely to
raise (or pursue) them when the staff were not concerned. As Ursula reflected when her fatherin-law, who had a history of falls when confused, was admitted to hospital:
And I think that the family concern then about (the patient wandering and possibly falling) at
night time, we just trusted that (the) nursing staff and doctors would be concerned about that
sort of thing and would be managing it well. And we didn’t really feel we needed to push for
change [laughs softly] in the routine.

Assuming the staff knew what they were doing meant carers tended to “pass everything over” to
the staff, meaning they allowed the staff to take primary responsibility for the patient’s care and
treatment. However, as the patient’s carer, they were motivated to help facilitate the patient’s
recovery by contributing in ways they perceived were helpful to the staff.
Having a high level of trust in hospital staff reflected two key conditions. Firstly, that the carer
had limited experience of hospitals; for some, it was the first time they had cared for a person in
hospital. Alternatively, other people had high levels of trust in the staff because their previous
experiences in hospital had been positive. I expand these conditions below.

6.2.1 Having limited experience of hospitals
Little direct exposure to hospitals was one of the conditions leading to low intensity patientsafety caring. Carers who had not experienced much time in hospitals were generally more
trusting of the staff. Less time in the hospital environment meant these carers were less aware
of gaps in the system that could negatively impact on their relative’s care (such as poor
communication between the staff) or to have experienced an adverse event.
Rita was a carer for her son, who had a mental illness, when he was hospitalised for the first
time. In the following excerpt, Rita expressed how she felt when her son was first admitted to
hospital, before he experienced an adverse event: “But I just think … you trust doctor. You know
what I mean? He’s a doctor. So you trust”. Rita’s trust in the doctor meant she did not question
him when one of her son’s existing medications was stopped abruptly, later leading to a seizure.
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Bella also expressed how she felt when her mother was first admitted to hospital, and how this
changed when she experienced a high level of concern her mother was going to experience an
adverse event:
In the past, I’ve felt that, when you go (to the hospital), you just sort of like pass everything over
and you just give it all up. Everything’s given up to (the hospital staff) and they make all the
decisions, and you just abide by them and say yes and no, and all this sort of thing because they
are the people who are in charge whereas I think, from this experience, I’ve realised that I have to
be able to step up and say what I think.

6.2.2 Having prior positive experiences
Positive prior experiences in hospital, in which the carer had experienced their relative receiving
attentive care, engendered a feeling of trust in the staff. Barbara, whose husband was
hospitalised following a fall, felt she was less assertive than she could have been, when hospital
staff were not heeding her concerns about his acute mental state (he was experiencing
debilitating delusions). Barbara explained her lack of assertiveness was partly due to her surprise
at the lack of interest from hospital staff, whereas previously she’d experienced good care:
I’d probably be much more assertive (next time) … and I am quite assertive I think I was just… the
whole situation I was just upset and you know … a bit sensitive … a bit vulnerable and … [pause 3
seconds] and Charles has been to the (same hospital) on a few occasions and they’ve always been
wonderful so this was a real surprise to me.

6.3 Actions
6.3.1 Monitoring the patient’s condition
At this level, monitoring the patient’s condition mainly involved looking for visible signs of
deterioration. To a lesser extent, monitoring also included being conscious of predictable safety
hazards (such as the side effects of treatments) or system hazards (such as the impacts of shortstaffing).
6.3.1.1 Knowing the patient’s not right
Carers’ intimate knowledge of the patient meant they were uniquely placed to know when the
patient was “not right” during the hospital admission. Carers used the term “not right” to convey
a variety of meanings, including patient deterioration (rapid or slow), or other negative change
in the patient as a result of hospital treatment. The knowledge used by carers to detect changes
in the patient, particularly slow or subtle changes, was in all likelihood unavailable to medical
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staff, as the symptoms carers reported may not necessarily have been recognised by staff as
clinically significant.
Carers’ abilities to detect deterioration at this level of patient-safety caring were facilitated by
their in-depth knowledge of the patient, including the patient’s baseline and medical history,
rather than knowledge of the system (which emerged at higher levels of patient-safety caring).
Even those carers supporting their relative for the first time in hospital identified potential risks.
For example, Rachel detected her mother had deteriorated significantly overnight after she was
admitted to the mental health ward:
(My mother was admitted on) Friday and the Saturday morning we went down to see her and she
was like a zombie. And so she was, obviously, doped up to the eyeballs. So that, that was a real
shock … I was really distressed and I went and saw the nurse.

Detecting deterioration was also facilitated through being there regularly for the patient
allowing the carer to form a judgment of the patient’s health status. Through regular visits to the
hospital, Bella noticed her mother’s incontinence worsening, as the staff were not giving her
mother her usual types of incontinence medication.
6.3.1.2 Being conscious of safety hazards
Low intensity patient-safety caring involved being conscious of other safety hazards (besides
clinical deterioration) but not necessarily being aware carers needed to be proactive to mitigate
them. Potential hazards identified by participants at this intensity level included concerns about
the side effects of scheduled treatments, and the patient being discharged before they were
well. For example, Rita was concerned about the risks of her son having a CT scan but felt the
ultimate responsibility for determining the need for the scan rested with the doctors. After her
son had the scan, it was deemed unnecessary.
6.3.1.3 Being conscious of system hazards
Contributing without concern generally involved carers who were very trusting of staff and
accepted staff members were under a lot of pressure. For example, people recognised that the
wards were often short-staffed, and this may have impacted on the treatment their relative
received. As Rachel recounted: “I think the staff probably do their best under the circumstances
but they’re busy and you just have to play along with what happens I think.”
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6.3.2 Alerting the staff to safety hazards
Once the participant had alerted the staff about a potential safety problem or that the patient
was in danger of harm, they trusted the staff to respond satisfactorily to the issue. This included
trusting the staff’s response to the safety problem, even if they felt uneasy about it. For
example, after Rachel alerted the nurses to her mother’s deterioration, she felt “brushed off” by
the staff but still trusted their judgment:
They just sort of brushed me away and said “Oh, its medication. Go away!” sort of. They didn’t
say “Go away!” but, you know, it was sort of “We’re busy and we’ve had a bad morning, and
that’s okay. She’ll be all right.” And she did, she improved over the period of five days or
something and sort of started to come back a bit but, obviously, whatever that medication was, it
really knocked her for six.

6.3.3 Awaiting treatment decisions
6.3.3.1 Clarifying the patient’s treatment trajectory
Because carers engaged in low intensity patient-safety caring largely trusted the medical staff,
their questions about treatment were generally for the purpose of increasing their own
understanding, rather than verifying the health practitioner’s judgment (as occurred at medium
and high intensity levels). Carers asked questions, but were almost entirely reliant on the health
practitioner to offer pertinent information.
Rachel tried to clarify her mother’s treatment trajectory by asking questions of the doctors. She
found the information she received was heavily reliant on the willingness of the doctor to be
forthcoming with the information. She found being new to the system, with her mother
developing a new medical condition, compounded this. Thus, she said:
It comes down to knowing the right questions sometimes to ask and I think that’s in everything
these days. You really, you want, if you want good feedback, you’ve gotta know what to ask and
that’s really hard to know sometimes.

Because participants were trusting, they were less inclined to ask challenging questions, even if
they were uneasy about a planned treatment option. Rita, who was described in the previous
section, decided not to query the doctor about whether her son’s CT scan was needed, even
though she was concerned it was unnecessary and could lead to undesirable side effects:
[…] deciding, deciding whether I should, I should call. But I, at the end, I just think ‘It’s all right.
Just let him do CT scan.’ But now I’m really regret. I should just stop. Be firm, you know.
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6.3.3.2 Sharing unique knowledge
Contributing without concern involved carers sharing their unique knowledge of the patient
including the patient’s baseline, their medical history and strategies for managing the patient’s
disability (if relevant). For example, Bella and Rita both took the patient’s medications to the
hospital and explained how to use them to the staff. Rachel contributed to the staff
understanding her mother’s clinical status by ensuring she corrected inaccurate information
given to them by her mother, who was experiencing a mental illness. And Barbara informed the
staff her husband was having delusions.
6.3.3.3 Waiting for information
Passively receiving information was an element of low intensity patient-safety caring, very
different to information seeking behaviour at higher intensity levels. For example, waiting for
the next ward round was often the means for receiving information about the patient’s
treatment. Low intensity patient-safety carers were less inclined than those at higher levels to
proactively seek information outside of ward rounds. For example, although Rachel attended a
meeting about her mother’s prognosis, this was because it was suggested by the medical team,
rather than at her instigation:
They’d tell us when they wanted to see us, after two weeks, they said “Come and have a meeting
[Right] and we’ll talk about what, you know, what’s happening and when she’s ready to go
home.”

Thus, ward rounds were their key source of information.

6.4 Consequences
6.4.1 Feeling guilty when an adverse event occurred
When something went wrong for the patient—for example, they experienced an adverse
event—those engaged in low intensity patient-safety caring expressed regret they did not act
more vigorously to prevent the incident. Participants did not necessarily feel they were to blame
for the incident, but some believed if they had taken (more) action and/or had more knowledge,
they could have achieved a better outcome for the patient. Participants regretted not alerting
staff to potential safety risks, not challenging staff about the rationale for a procedure or not
persisting when their concerns were dismissed.
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Rachel, who was new to the hospital system, regretted not alerting staff to a potential safety
risk, namely that her mother had not fully recovered from her illness. When Rachel’s mother,
who was hospitalised with a serious mental illness, was to be discharged, she felt her mother’s
mental state was deteriorating. However, her mother pleaded with her not to mention her
concerns to the staff prior to her discharge. Rachel’s mother was subsequently discharged and
suffered a severe deterioration in her mental state. She was ultimately readmitted to hospital.
Of the experience, Rachel said:
[…] when I was picking up these vibes “I just want to go home. I just want to go home” “I know
you want to go home but you’ve got to be better before you go home.” “No, no, no, no, don’t tell
anyone, no.” So I’m a bit to blame for that too but, yeah. Then she just completely fell apart.

6.5 Summary
Carers participating in patient-safety caring at the lowest level of intensity, contributing without
concern, were generally those who had limited experience in the hospital setting or whose
previous hospital experiences were positive. As such, these participants had a high level of trust
in the staff and a low awareness of threats to the patient’s safety. Engaging in low intensity
patient-safety caring included actions such as monitoring for deterioration, alerting the staff,
clarifying but accepting the patient’s treatment trajectory and sharing unique information. The
main consequence experienced by carers at the lowest intensity of patient-safety caring was
feeling guilty if harm did occur to the patient.
Some carers who started at this level moved into ‘being proactive about safety’, a medium
intensity level of patient-safety caring. This occurred when they became frustrated by
unresolved safety concerns, perceived the patient was at risk of serious harm or learnt, through
being there, about gaps in hospital processes. Being proactive about safety will be described in
the next chapter.
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Chapter 7: Being proactive about safety

7.1 Introduction
‘Being proactive about safety’ represented an increase in the intensity of patient-safety caring
from a low level (contributing without concern) to a moderate level in which being proactive was
a means for achieving safety for the patient. The components of being proactive about safety are
shown in Figure 7-1 and their development is supported with extracts from the data in this
chapter. At this level, carers had learnt from experience the patient may be harmed if they did
not intervene. Thus, they took responsibility for the patient’s safety by being proactive in their
safety actions. While they retained trust in the staff to look after the major aspects of the
patient’s safety, their actions were often assertive, but not forceful, and in the spirit of
cooperation, rather than confrontation. Those carers entering the hospital admission at a
medium intensity of patient-safety caring with knowledge of the system were able to devise
innovative intervention strategies to work with the staff to prevent harm.
Figure 7-1: Components of being proactive about safety

Concept 2:
Being
proactive
about safety

Conditions:

Actions:

Consequences:

Encountering
unresolved safety
concerns

Monitoring for safety
hazards

Feeling
responsible for
safety

Pursuing safety
hazards

Experiencing multiple
safety concerns

Participating in
treatment decisions

Perceiving the patient
was at risk of serious
harm

Keeping treatment
trajectory on track

Knowing the gaps in
hospital processes

Facilitating the
patient’s
involvement
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Feeling
dismissed

7.2 Conditions
7.2.1 Encountering unresolved safety concerns during the admission
Carers who initially engaged in low intensity patient-safety caring were likely to move to a
medium level of intensity during the hospital admission when safety concerns they had raised
remained unresolved. When carers realised the safety concerns were not being listened to or
addressed, they began to lose confidence in the staff to sufficiently protect the patient. For
example, Bella, who was caring for her mother in hospital for the first time, moved from low to
medium intensity when staff ignored repeated requests to adhere to the incontinence
medication regime prescribed for her mother from an outpatient urology clinic. After her
repeated requests were ignored, Bella became more proactive about her mother’s safety,
deliberately timing her visits to coincide with the doctor’s rounds so she could speak to them
about the medication issue.

7.2.2 Experiencing multiple safety concerns during the admission
Another condition for people to move from low to medium intensity patient-safety caring was
experiencing multiple safety concerns during an admission. These concerns included perceptions
that some of the staff were not sufficiently trained to treat the patient’s illness, were otherwise
neglectful of the patient’s needs (e.g. not assisting them with eating or drinking) or ignorant of
the patient’s medical history. Felicity, a first-time hospital carer, moved from low to medium
intensity patient-safety caring after experiencing a series of safety concerns during her partner’s
hospitalisation. When Felicity’s partner, who had diabetes, was hospitalised with food poisoning,
she expected her partner to be placed on a rehydrating intravenous (IV) drip for a few hours
before being discharged home. In reality, her partner was not put on an IV drip until 12 hours
after first arriving at the hospital’s emergency department, by which time she had become
significantly more dehydrated to a point requiring admission. Once admitted, Felicity’s partner
was transferred to a general ward, but was soon moved once it was discovered she had a
potentially infectious disease but was not being kept in isolation. Then, once transferred to the
new ward, staff did not appear to understand how to operate her insulin pump with the result
that her insulin levels were constantly fluctuating. Each error further eroded Felicity’s confidence
in staff to protect her partner without her own safety intervention. Felicity communicated her
growing frustration using the terminology of “strikes”:
So, yeah, took about 24 hours from actually (being admitted) to her actually being in the ward, in
the room she was s’posed to be in. [Okay] So that was one strike against them.
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7.2.3 Perceiving the patient was at risk of serious harm
Another key condition consistent with medium intensity patient-safety caring was when a carer
perceived the patient was at risk of serious harm if they did not act. The nature of this harm
could be emotional or physical; the more serious the perceived harm, the more likely the carer
was to act. For example, Freya said she learnt quickly to distinguish between lesser and greater
concerns when her father was faced with potentially life-threatening issues:
Like I said, if Dad needed an extra blanket, big deal. But, if they’re not getting medication they
need and they can’t walk or they’re choking, I mean, you know, it’s … you learn really quick when
it’s life-threatening and, you know, so serious. So you have to. You have to find a way.

Even for carers who did not raise concerns often, fear of serious harm to the patient was
sufficient to prompt them to speak with staff. For example, Kay, who supported her husband
through a number of hospitalisations, said the only time she challenged staff was when she was
concerned her husband was at high risk of contracting an infection from another patient in the
room. The incident occurred when her husband, Andrew, was placed in the same room as a
patient with diarrhoea. Kay was anxious her husband would contract the diarrhoea from the
infected patient through being co-located and using the same bathroom. Kay explained:
The only person I challenged only mildly was the woman in charge of the allocations of beds
because Andrew’s immune system is compromised, because of the chemotherapy. And he was
put in a two-bed ward at the private hospital with a lovely old man … with diarrhoea. And, oh, to
go into the bathroom it was just covered in a horrible mess the whole time. And I didn’t feel it
was my place and I didn’t want to clean it up but there was stuff everywhere. And that concerned
me. And I asked if (Andrew) could be moved to a private room.

Carers were usually tolerant of a certain level of discomfort for the patient if it meant they were
not at risk of serious harm. For example, when Diana’s son, who had a serious mental illness,
was kept in the High Dependency Unit (HDU) or isolation ward for longer than she felt was
needed, Diana decided not to raise the issue if she felt he would not suffer lasting consequences:
There’s been issues of where I think he’s been kept in isolation or HDU a bit too long but, in the
scheme of things, I go “Well, you know, what’s another day?” you know. “It’s not the end of the
world” you know. “Sure, it’s a bit uncomfortable but it’s not going to do you too much damage”
and, you know, stuff like that.

Sally tolerated errors in her mother’s treatment if she felt they could later be rectified by her
mother’s general practitioner (GP). Because Sally’s mother had experienced frequent
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hospitalisations, Sally had developed a strong working relationship with her mother’s local
doctor. She used her relationship with the GP as a strategy to avoid raising particular concerns:
So, it was a matter (of) making judgments about knowing which fights to fight – that’s a big one.
Like with mum there were a number of times where I would just take a deep breath and say “Ok,
let’s just go through this, she’ll be spat out at the other end and we can sort it all out”. Because
she had a really good GP, he and I would sit down together and just get rid of all the crap that all
the different medications and stuff … we’d bring her back to where she was and we’d start again.

7.2.4 Knowing the gaps in hospital processes
Carers who were familiar with hospital processes, through having accumulated hospital
experiences, or through being a health practitioner, generally entered patient-safety caring at a
medium intensity, rather than a low intensity. Knowledge of these gaps enabled carers to
anticipate them, and put systems in place to prevent errors. Gaps identified by participants
related mainly to poor communication between staff, or carers and staff, which potentially
placed the patient at risk. For example, Wendy, whose son was in hospital regularly since
childhood, learnt she needed to update the staff verbally because the hospitals’ record-keeping
systems could not be trusted:
And you say “Go back (to the medical record)” and they say “Oh it’s all in the computer” but it’s
not. They try and give him medication that you say “Well, no, he’s allergic.”

Current or former health practitioners, who were also carers, tended to enter patient-safety
caring at a medium intensity level. These carers also benefitted from knowing the gaps in the
system and additionally, they were able to apply ‘insider’ knowledge not available to others. This
knowledge included an understanding of internal hospital processes (such as handover, team
meetings and medical record-keeping). This insider perspective facilitated health practitioners in
understanding the potential risk factors and causes of medical errors as well as in participating in
patient safety actions.
Diaz, who had been a hospital social worker, and whose sister and brother were also health
practitioners, used his insider knowledge to interpret why it was so difficult to get information
from health practitioners during his father’s admission. He used this understanding to know he
had to persist in phoning the health practitioners even if they did not phone him back:
We had to ring them (hospital staff) up. First they’re not answering and then not returning your
phone call. You know, all that kind of stuff. “Oh, you know, I was busy” which is fair enough.
We’re all busy. Or, you know “I was on training” or “It wasn’t my shift” or all those kind of things
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that people who don’t work in the medical system would just throw their arms up and go “You’re
telling …”

Bernadette, who was working as a physiotherapist in another hospital, used her insider
knowledge of the system to try to prevent the repetition of the medication error her mother had
experienced. Knowing the hospital’s standard protocol after patient safety incidents, she
checked with the staff an incident form had been submitted. Then, following the incident, she
requested to see a copy of her mother’s medical record to locate the point in her care when the
medication error was made. In doing this, she realised one of her mother’s medications had
been left off the list as she transferred between hospitals. She then met with the nurse in charge
of the Emergency Department in the first hospital to talk about the incident and discuss
strategies to prevent a recurrence.
Participants who were health practitioners were also less inclined to find the hospital
environment, including the power dynamics of the ward, intimidating. This helped them to be
proactive for safety. They were used to dealing with people in the medical hierarchy and could
engage in medical discourse.

7.3 Actions
7.3.1 Monitoring for safety hazards
Carers who were engaged in medium intensity patient-safety caring had a greater awareness of
different patient safety hazards and how to prevent them than those at low intensity.
Monitoring for safety hazards involved observing the patient for visible safety threats or harms.
These threats and harms included clinical deterioration, development of hospital-acquired
infections and other threats to infection control, development of pressure sores, falls, errors or
harms associated with dispensing of medication, errors or harms relating to the patient’s diet
and nutrition as well as a range of other threats or harms to the patient’s physical and/or
emotional well being.
7.3.1.1 Knowing the patient’s not right
Similar to carers engaged in low intensity patient-safety caring, carers at medium intensity
monitored the condition of the patient, particularly for rapid or subtle deterioration. Fran, who
had a lot of previous experience with hospitals following her husband’s kidney transplant, knew
there was something “not right” with her husband when he developed sudden post-surgical
pain:
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And the Tuesday I was about to go home and he coughed, and I looked down and I said “Martin,
you’re in a lot of pain aren’t you?” He said “Yes.” And I said “Is it, it’s really bad?” He said “Yes.”
So I pressed the button and the nurse came. And I said “Look, Martin coughed and he’s in a huge
amount of pain.” Well she just disappeared and I went chasing after her and said “Aren’t you
going to do something?” And she said “I am.” She says “I’m phoning the surgeons.” Well his
bowels had perforated.

Other participants detected less rapid, though potentially significant, deteriorations in the
patient’s medical status. For example, Mary noticed her mother’s physical condition worsened
overnight during her hospital stay. Although she alerted the nursing and physiotherapy staff,
Mary perceived the lack of staff continuity made it difficult to communicate the extent and
nature of the change:
The very next day, she went downhill again. And I mean it was just very dramatic. And because
they keep changing nursing staff and we kept getting a different physio as well, they didn’t realise
the difference. And you can’t really explain the difference to them, you know?

When Kristin’s mother, who was hospitalised with a broken hip, started complaining of new
pain, Kristin knew something was not right. When the nurses dismissed her mother’s
deterioration as due to a stomach bug, Kristin used her intimate knowledge of her mother as
leverage to convince the nurses something serious was wrong. Kristin’s mother was later
diagnosed with kidney stones:
I just said to them “Look, you know, something’s just not right. You know, she’s not acting. She’s
feeling sick. There’s something not right because she’s in a lot of pain.” Because she kept saying
to me “I’ve got stomach pains. I’ve got back pains” and she never had that problem before when
she was at home.

7.3.1.2 Being aware of other safety hazards
Being proactive about safety generally involved detecting a wider range of safety hazards than
low intensity patient-safety caring. This is because carers at medium intensity had either
knowledge of gaps in the system (and therefore knew the types of incidents to watch for), or
became more aware of different hazards through encountering unresolved or multiple hazards
or perceiving the patient was at risk of serious harm. There were many reports of other safety
hazards from carers at medium intensity. These involved hazards related to:
•

Equipment: Wendy’s son was not provided with an air mattress despite pressure sores.

•

Medication: Freya’s father was about to be given the wrong medication.

•

Falls: Bernadette’s mother was consistently light headed on standing.
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•

Infection control: Fran noticed her husband’s surgical wound had become infected.

•

Pressure sores: Diaz noticed his father had developed a pressure sore in hospital.

•

Diet and nutrition: Eleni observed the staff giving her brother, who was diabetic, a nondiabetic meal.

Emotional hazards were also noticed, such as Georgia’s mother becoming distressed after being
told by three consecutive medical teams in 24 hours that she was dying. Other physical hazards
included Diana noticing her son, during one of his multiple admissions, had sustained physical
injuries overnight in the hospital on the mental health ward.
7.3.1.3 Being aware of system hazards
As for low intensity patient safety carers, system hazards (such as staff shortages) were also
noticed by carers at this intensity level. Being aware of macro issues helped these carers engage
in a form of risk assessment to determine whether the patient was at an increased risk of harm
in a particular situation. For example, Natalie, who cared for her friend who had uncontrolled
diabetes, commented:
So, in fairness to the doctors and nurses, don’t over work them, right. Give them a break. But some
of them work eight; nine, 10 hours straight and then they’re supposed to function properly. Well
they don’t function properly. I don’t even function properly after 10, 12 hours.

Carers often linked perceptions of staff incompetence with system issues. For example, Ken used
his familiarity with the system, particularly the hierarchy of the medical staff, to form
perceptions about the competence of particular doctors. When his wife, who had a history of
chronic pain, was hospitalised with an episode of acute pain, they both became frustrated at the
lack of involvement from ‘senior’ doctors:
But, yeah, look the junior doctors were doing their best. Probably. But they were being thrown
into a situation where they shouldn’t have been there. And some of the time I felt like I knew
more than them and I’m not a doctor, which is, you know, it’s like “Well you guys really don’t
know. You’re still learning and you’re being thrown into a situation where there’s no one there to
guide you directly. They’re off somewhere. End of the phone somewhere that you talk to. You
don’t actually physically have them in front of you.” So that was a bit of a problem but, you know.

Therese, too, connected the unsatisfactory job performance of the doctor involved in her
daughter’s care to system issues. When Therese’s pregnant daughter was hospitalised with
unexplained seizures, she was unhappy about the speed of the hospital’s response to diagnose
and treat the underlying problem. Eventually, she decided to discharge her daughter and try a
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different hospital. Reflecting on the incident, she perceived the doctor’s lack of action was
influenced by systemic reasons:
I was told by the doctor that, although he would like to do that (transfer her to a ward where she
would receive frequent monitoring), he couldn’t. He’d been told that couldn’t happen and that
the only treatment she would receive was by being in hospital until Monday when this
gastroenterologist would see her.

7.3.1.4 Guarding the patient as a buffer
Guarding the patient was a type of active monitoring used by carers being proactive about safety
to buffer them from harm. Guarding the patient as a buffer usually involved the carer staying
close to the patient during the hospitalisation to circumvent possible errors. This action was a
non-confrontational device used by the carer to ensure errors or harm did not occur. As Tracey
commented:
There was often a lot of confusion (among the staff) and, and so I guess it’s easy to suspect if
there’s family there, somebody almost like guarding, you can work as a kind of a, you can
minimise the possibility of mistakes being made.

Guarding the patient as a buffer also encompassed carers, such as Diana, who were not there all
the time, but felt that by ‘being seen’, they could provide a form of general deterrence to the
patient being neglected or mistreated:
So I’m, look, do you know what? I’m going in to check that he’s okay. I’m going in to let the
nurses know “I’m here and you better be taking care of my son.” I mean it’s as blatant as that in a
way. I mean I don’t tell them that [Yes] but I’m going in to let them know there is somebody here
who is looking after this person. [Yep, yep, yep] And, you know, and, and I made a point of going
to the desk, introducing myself. If he’s in the (High Dependency Unit), they’ve got to let you in
anyway but I make a point of letting them know I’m here and, you know, [Okay] whatever.

7.3.2 Pursuing safety hazards
Consistent with a more proactive approach to patient safety, carers at medium intensity were
more dedicated towards pursuing safety hazards. This contrasted with carers at low intensity,
who generally alerted staff and waited for the staff to act.
7.3.2.1 Making safety requests
A key action in being proactive about safety was asking the staff to take preventive actions to
stop harm occurring to a patient. This differed from low intensity patient-safety caring in which
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carers generally only alerted staff after the patient had actually deteriorated. Safety requests
usually stemmed from the carer’s detection of a potential safety hazard they were unable to
remedy without staff intervention. Multiple carers made the same request whereas other
requests were unique to the safety circumstances of the particular patient.
Relocating the patient was a safety request made by several carers. These requests were
generally prompted by a perception the patient was not receiving appropriate treatment in their
current ward, or the patient was at-risk of a patient safety incident. Participants requested the
patient be moved to a different room, ward, hospital or doctor. The aforementioned example of
Kay asking if her husband, Andrew, could change rooms when she noticed he was sharing with a
patient who had diarrhoea illustrated this type of request.
Specialist equipment was another request made to prevent harm to the patient. For example,
Wendy requested the hospital provide her son, Ashley, with an air mattress to avoid aggravating
his pressure ulcer. Another participant whose partner had polio, and was admitted for leg
surgery, asked if the staff could supply a ‘cradle’ to relieve the pressure of the blankets on the
operated leg.
Asking for pain management was another type of safety request. Tracey requested some
prophylactic pain relief for her brother, who was about to have fluid drained from his lungs. She
asked for the pain relief after witnessing the extreme pain experienced by her brother when he
had undergone the same procedure previously. She wanted to ensure the pain of the next
procedure was minimised as much as possible:
I can remember one occasion right towards the end of his life, you know, when they’re doing the
fluid extraction from the lungs, which is enormously painful. And I remember trying to make sure
that the staff knew what had happened last time so that this time they could administer some
prophylactic pain relief so that it wasn’t so excruciating.

Some carers explicitly targeted staff members they perceived as competent and helpful to
improve their probability of having a safety concern resolved. Yvonne, Danielle, and Freya all
targeted particular staff to help action their safety concerns. They sometimes referred to these
staff as the good nurse or the good doctor. In the excerpt below, Freya discussed needing to find
help for her father:
Well I was so frustrated and like I found any time my father was in hospital you find a good staff
person and you just sort of cling onto them. And like you find a good nurse and you ask them
“Could you please do this?” It’s just terrible but when you find competence, you use it.
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In addition, a couple of participants who worked in the hospital or health service where the
patient was admitted, such as Bernadette and Yvonne, chose staff they knew personally as a
strategy for getting their safety concerns actioned.
7.3.2.2 Taking direct action
Direct, but less immediate, action was taken to prevent safety incidents. For example, Danielle,
whose husband required mobility assistance, would re-position her husband and assist him to
the toilet if nurses did not respond to the call bell. She would also make sure his meals were
within reach. Mary also provided direct nutritional support for her mother by ensuring she was
present to assist her at meal times. She did not feel the nurses would assist her mother to eat
otherwise and therefore her mother would become malnourished.
7.3.2.3 Keeping records
Keeping records (or a copy of hospital records) of the patient’s hospital stay was also an action
undertaken to ensure the patient’s safety. Keeping records helped participants to monitor the
patient’s care through providing a written account of key details, events or test results.
Participants kept records in a range of ways. For example, Erin always asked for copies of the
patient’s x-rays or scans (including the reports) during an admission in case they were later lost.
Whereas Ingrid wrote down details of discussions with doctors as she feared she would not
remember the information at a later date. Finally, Eleni noted important dates, times and events
during her brother’s care that she later used to write a complaint.

7.3.3 Participating in treatment decisions
At a medium intensity of patient-safety caring, participants’ trust in health practitioners to make
the right decisions needed verification. As such, they realised they needed to be more proactive
in involving themselves in treatment decision-making, or else decisions would be made without
them that potentially put the patient at risk.
7.3.3.1 Challenging treatment actions
Challenging treatment actions was a key behaviour at the medium intensity level. Being
proactive about safety involved not just providing information to be used in decision-making, but
also verifying whether the planned treatment actions were best for the patient. Many of the
participants challenged the decisions or assumptions of health practitioners during the patient’s
admission. By challenging a health practitioner, the participant demanded a justification or
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explanation for a proposed action. They challenged when they felt particular actions (or changes
to actions) were unnecessary and potentially causing harm to the patient.
Some participants challenged surgical treatment options. For example, Erin’s husband, Chris,
was hospitalised with a suspected kidney stone and surgery was recommended. When Chris’
pain receded the night before the surgery, Erin felt it was important to clarify that surgery was
still the best option for her husband:
And he (Chris) seemed okay during the night. He said he hadn’t felt anything, any massive (pain)
like he was, like he had been at the emergency ward. And I was concerned. I thought, ‘Well what,
what …’ I was concerned. I remember telling his doctor, “What if, is there a chance that this (the
stone) could have moved into a place it wasn’t going to hurt him?” and “Did he need the surgery?
Could he have some more scans or something?” even though they didn’t see anything that they
wanted. Is there something else they could have done before going in?

Medication changes by staff were also challenged. For example, Kelly was confused when the
doctors changed the mode of her daughter’s antibiotics from intravenous to oral. She was
concerned as she thought having intravenous antibiotics would be better for her daughter. After
receiving clarification from the staff, she was satisfied with the change. Natalie, on the other
hand, challenged the staff about what medication they were giving her mother. When she found
out the medication was penicillin, a medication her mother was allergic to, she intervened to
stop the medication being given.
Discharge decisions were also questioned. For example, Eleni, whose brother had a serious
mental illness, used her intimate knowledge of her brother’s daily functioning to gauge his
progress and advocate against premature discharge:
Well that’s just to me a sign he’s not well. So, you know, if the nurse then turns around to me and
says “Well how do you find him today?” and you think “Well he’s not well. He’s not well.” So you,
as a carer, you also have to reinforce the message because you often get the perception that they
want you to say he’s A-Okay, and they want them to move out, to be discharged, (as they) want
to free the bed. And you have to be honest in how you perceive things.

Concerns about treatment decisions were repeated, as a strategy to improve the chances carers’
opinions would be heard. One of the reasons participants used repetition was the lack of
continuity of care for the patient. Thus, they repeated the same treatment concern to different
staff to try to get action. For example, Bella repeated her concerns about her mother’s
medication to different people:
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I don’t know how many times I explained it to at least three different ‘doctors’ I’m saying in
inverted commas ’cause I don’t know what type of doctor they were.

Bella did not feel her concerns were ultimately listened to. She resolved, once her mother was
discharged from hospital, that in future she needed to become more assertive with the staff and,
if necessary, withhold information about her mother’s medication regime to avoid inconsistency
between hospital and home.
Repetition was also used to emphasise the importance of a particular issue when staff did not
regard the information as relevant or particularly important. For example, when staff were
refusing to listen, Freya kept repeating her concerns her father had gout:
And, as much as I kept saying he had gout, the stupid procedures they wanted to do and I don’t
know how many times they x-rayed him. He’s like; an x-ray’s not going to help him. He needs his
medicine. And they didn’t give him any medicine, [Oh okay] you know. And I kept saying “He has
gout.” I mean a simple blood test shows it very quickly.

This strategy was not successful for Freya. Ultimately, she convinced the hospital pharmacist to
review her father’s blood test for gout. When the pharmacist then diagnosed gout, and informed
the doctors, gout medication was prescribed.
Other times, participants used repetition because they were unsure if the medical team was
actually absorbing the information. For example, Nina explained why she kept repeating the
same information about her daughter, Alison, even when she did not know whether it was
relevant:
And, if (the information I’m giving is) not relevant, I’m happy for (the doctor) to say “Look, no,
that’s irrelevant at the moment.” I don’t care if they say that. But, if they just don’t answer, it
makes it really hard because I think “Well this could be really pertinent ’cause last time it was.”
You know, last time we got to this point and something went wrong.

7.3.3.2 Collaborating to achieve the best outcome
Collaboration between carers and staff to achieve the best treatment outcome for the patient
was a less common action. Collaborating involved the carer’s input being welcomed by the
medical team and a joint decision, suitable for both parties, being made. Danielle described an
experience of collaborating with staff to choose a pain relief medication for her brother that was
less likely to lead to addiction. Her brother, who had an intellectual disability, had become
addicted to pain relief in the past and had found the withdrawal period difficult. Danielle
recalled her conversation with the doctor:
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We (me and the medical team) discussed the pros and cons of a particular medication and it can
be an addictive pain relief. And because of the other medications he was on, we decided that we
didn’t want him on that particular medication, because then we had to go through the process of
withdrawing it.

7.3.3.3 Scheduling involvement
Using their knowledge of hospital processes, several participants requested separate meetings
with staff about the patient’s treatment. Such requests often stemmed from the participant’s
perception they lacked sufficient understanding of, or disagreed with, the patient’s treatment
trajectory. For example, Diana requested a meeting with the medical staff to discuss her son’s
treatment and progress:
And like one time at (the hospital) I just arrived one day and said “Look, I’d really like to meet
with the registrar and the consultant” and they sort of looked at me. And I said “Look, I think we
need to be talking about medication and the progress of things that are happening.” I mean I’m
perfectly polite about it but insistent and so that meeting happened.

7.3.4 Keeping the patient’s treatment on track
Keeping the patient’s treatment on track referred to a group of actions used by carers who were
being proactive about safety to actively encourage safe delivery of the patient’s treatment.
Because participants were either concerned about, or had experienced safety hazards in the
patient’s delivery of care, they became more proactive in ensuring future hazards were avoided.
The following actions were used to keep the patient’s treatment on track.
7.3.4.1 Sharing knowledge
Carers at this level were more proactive in sharing their knowledge of the patient because they
had learnt, through experience, the types of hazards that could be encountered in hospital. This
knowledge focused on the unique characteristics of the patient’s disability or frailty which would
otherwise be unknown to staff. The vast amount of experience most of the participants had with
the patient meant the information they could provide was diverse.
Ingrid, for example, was intimately familiar with managing her son’s physical and intellectual
disabilities, including in the hospital context. From previous experience, she knew he became
agitated when waking up after a general anaesthetic. She also knew the best management for
his agitation was for her or her husband to be in the recovery room when he woke to calm him.
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She asked staff specifically to let her (or her husband) into the recovery room so her son did not
become agitated. However, she reported the message was not always passed on:
When he wakes up out of anaesthetic, we always say "Call us in before he's woken up properly
because we can calm him down." With this surgery, they didn't call us in. I had to go looking for
them and said "We've talked to the doctor, why haven't we been called in?" "Oh, oh, okay. You
can come in now." So we've gone into recovery, which is the intensive care recovery, and they
said "Oh" the nurse said "Oh, he's woken up but he thrashed around from side-to-side so we had
to put him out again."

In a further example, Mary’s in-depth knowledge of her mother, whom she lived with, meant
she knew her mother’s dementia affected her understanding of English differently on different
days. She used this knowledge to warn the staff in advance and thus reduce the likelihood of
communication breakdowns:
No, it’s basically, one, she’s forgotten that she can speak some sort of English, so she speaks
Italian only, right so, therefore there is a language barrier there to start off with. The fact that
you’ve got to keep reminding them that she’s, without her hearing aid, she can’t hear. All right?
So even if you talk to her, without her hearing aid, she won’t understand you, and sometimes
with her hearing aids on, language won’t make any sense. Just depends on how she’s getting on
what particular day.

As part of Susan’s knowledge about managing her husband’s disability, she developed expertise
in the best ways of positioning him when he was lying in bed for extended periods. Susan’s
husband was not mobile and was therefore particularly prone to pressure sores and nerve
damage if positioned incorrectly. When her husband was hospitalised in the Intensive Care Unit,
she tried to communicate this knowledge to the nurses but said they would not listen. She
perceived her husband suffered significant nerve damage as a result:
The staff in there wouldn’t listen to me as far as positioning him in bed and they, I got told by the
one charge nurse that the staff there are used to looking after unconscious patients. They know
what’s best for them. It was not up to me to tell them how to do their job. The consequence of
that was that Will ended up with nerve damage to his left arm and he even now can’t use the
switch, the switches (on his wheelchair) in his left hand that he used to be able to use. So that
limits what he can do.

Therese, who was supporting her mother in hospital, was also aware important information
about her mother could become lost in the system. Therefore, she took the responsibility to
ensure she told staff verbally the information she regarded as important:
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Therese: So she was a seriously heavy drinker and, in hospital, it’s really, I’d point out, I don’t
know, scratches on her legs, you know, that would become infected. I’ve had to point out all
kinds of things about her to various people.
BM: That they wouldn’t have noticed?
Therese: No. Or they wouldn’t have taken her complaint seriously. Or they might have forgotten
later, forgotten and not followed up on it later, or gone off shift, you know.

7.3.4.2 Checking processes
Checking processes involved participants verifying if particular activities or treatments related to
the patient’s safety had taken place. Checking often, though not always, followed the participant
detecting a potential safety hazard or medical error. Participants would generally check with the
patient first (where feasible), before double-checking through asking the staff or checking the
patient’s chart.
Checking often related to medication administration. In this case, checking included verifying the
patient had received a scheduled dose of medication or checking the patient was receiving the
correct drug and the correct dose. For example, Bernadette became concerned her mother was
not receiving her reflux medication during her hospital admission when she perceived she was
starting to develop symptoms of a stomach ulcer. As a result, she checked with her mother first
whether she recalled being given the medication during her hospital admission. When her
mother was unsure, Bernadette, who was a physiotherapist, checked her mother’s medication
chart at the end of the bed. Through this checking, she found her mother’s reflux medication
was not currently being prescribed. She then alerted the nursing staff of the error and her
mother was subsequently prescribed the reflux medication.
Participants also used ‘systematic checking’. This occurred when a particular error had occurred
previously and participants were concerned it may happen again. For example, after Georgia
noticed her mother’s medications were wrong repeatedly, she deliberately checked them at
each medication round. Also, Diaz regularly checked his father for emerging pressure ulcers
during his hospitalisation after his father developed one on admission.
7.3.4.3 Updating staff
A degree of responsibility for updating staff on the latest developments in the patient’s
treatment and care was felt by carers being proactive about safety. The need to provide this
updated status information often stemmed from carers’ views the information or
communication systems of the hospitals were inadequate. These systems included the medical
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record, communication of test results between departments/wards, handover of information
between staff on the same ward and inter-ward or inter-hospital handover.
Felicity, who was less experienced supporting her partner in hospital (it was her first admission),
soon perceived important information about her partner’s health was not being handed over.
She observed the staff were often not up-to-date with the latest information about her partner’s
medical status and therefore took action to “catch them up”:
And, yeah, there’s also obviously not that follow-through because, every time you get handed
from one person to another, you have to explain things all over again. [Yes] You have to catch
them up, you know.

In a further example, Tracey felt staff relied on her to keep them updated of her brother’s latest
test results. Tracey’s brother, Bill, who was in kidney failure, had previously tested positive to
vancomycin resistant enterococcus (VRE). Because the hospital’s infection control protocol
required patients with VRE to be isolated while in hospital to prevent cross-infection,
determining if Bill remained VRE positive was important information. Tracey perceived the
hospital would not have been able to keep up-to-date of her brother’s VRE status without her or
her family:
And, but, because he was moving from different parts of the hospital, and I had been with him
and I knew that his latest test result was positive, the things were changing so fast they were
actually relying on the family to keep them informed of the status.

7.4.3.4 Making information visible
Strategies to communicate with the staff were used by participants being proactive about safety
to minimise errors occurring. Danielle’s prolonged exposure to the healthcare system, through
being a carer for multiple family members, helped her to locate areas of potential vulnerability in
the hospital’s communication systems, including handover and medical records. Thus, when she
felt she had important information relating to her brother’s care, she would write it out and
prompt the nurses explicitly to pass on the information during handover:
So, I usually write it out, I make the staff aware when he first goes in and ask them to please pass
it on during (handover).

Danielle would also write important information about her brother on coloured ‘post-it’ notes
and ask the staff to leave them on the front of his medical record. This reflected her perception
staff would not otherwise receive the message:
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So I felt I had to do that, that they wouldn’t go to the file or go to the notes and see. Whereas
putting it in a coloured post-it pad was, for me, just another reminder to them.

Another participant, Sam, sent postcards addressed to his wife with safety warnings, knowing
the staff would read them (as his wife had severe dementia). For example, one of the postcards
said “remind the nurses to sit you up when you are eating”.
When Freya’s father was hospitalised, and he kept being given tomato, even though it inflamed
his gout, Freya used her knowledge of the hospital’s communication systems to be heard.
Instead of telling the staff tomato inflamed her father’s gout, she told them he was “allergic to
tomato”, knowing this would lead to a much greater likelihood the information would be handed
over and actioned.
7.3.4.5 Stepping-in to fill gaps
Stepping-in to fill gaps occurred when participants felt relied on by staff to provide hands-on
support during the admission. For example, Kristin’s elderly mother, who had a serious mental
illness, had fractured her hip but was admitted to the maternity ward (due to a lack of beds in a
more suitable ward) for her recovery. During her six-week hospital stay, the staff would regularly
phone Kristin and request she attend the hospital to help calm her mother. Kristin perceived this
occurred because the nurses were not specialised in managing elderly people with mental
illness:
And the nurses weren’t really trained. And every half an hour, when I used to come back home,
they used to call myself or call my brother, and we were called up during the night, two o’clock in
the morning, three o’clock we have to rush down there to keep her in comfort zones because
she’ll recognise us. She didn’t, wouldn’t recognise the nurses and … yeah, we had a bad
experience all that stay.

7.3.5 Facilitating the patient’s involvement in safety
Facilitating the patient’s involvement in safety involved the carer intervening to assist or
encourage the patient to protect themselves from harm. These actions were limited to those
carers supporting patients who had (at least some) decision-making capacity.
7.3.5.1 Assisting the patient to give accurate information
Carers who supported patients who had a communication disability or cognitive impairment
would often assist them to give accurate information to the staff. Danielle supported her
brother, who had an intellectual disability, for many years. She was able to ‘read’ his body
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language and could identify when he was having difficulties understanding spoken language. This
knowledge helped her to detect, and correct, communication breakdowns with the staff, which
may have led to adverse outcomes:
Quite often I’d be there (on the ward) and I’d have him crying in pain, and the nurses would come
in a few minutes later and they’d say “Oh, do you want pain relief?” and he’d just say “No, I’m
right”. And I’d say to him “What was that answer about there?” and he said “Well, what did they
ask me?” because they just asked him do you need pain relief and you’ve just told me you did but
you’ve told them no. He said “Oh, I didn’t really hear what they asked”.

Nina also supported her daughter, Alison, to provide accurate information by ensuring the staff
knew about her communication difficulties and the best ways to support her. For example, she
intervened when the staff was using a pain scale from zero to 10 to measure her daughter’s
pain, as her daughter did not interpret the numbers the same way as the staff. Instead of
indicating she was in severe pain, by pointing to 9 or 10, Alison would point to 6 or 7, thinking
that 10 meant ‘dead’. This was leading to the staff inaccurately interpreting her subjective pain
level.
Helping the patient to give accurate information about their current medications was also part
of this action. For example, Tracey assisted her brother, who was in end stage renal failure, to
inform the staff of his current medication regime by responding to his request to collect his
medicines from home:
It was a minefield and my brother had to always try to remember (his current medications). And
he’d be saying, you know “Could you go get my bag of drugs from home and bring it in?” So we’d
bring in these shopping bags full of it and it was so frustrating. Just so frustrating.

7.3.5.2 Supporting the patient to make treatment decisions
Participants who supported patients who were capable of making autonomous treatment
decisions often assisted the patient with these decisions. For example, Ken ensured his wife,
Priscilla, understood her treatment options and the implications of each option, so that she
could make informed decisions:
I don’t want to have to make decisions if I don’t have to. And I prefer that Priscilla understands
everything that’s being said and, even if we’ve got to go through it four or five times … And then
she’ll go “Oh okay. Well what do you think?” “No, I know what I’m thinking but I’m thinking from
me, and I’d probably say just do it, I don’t care, ’cause I don’t have to manage side effects. I mean
you do so you need to …” but it’s making that informed decision. That’s what I was there mainly
to make sure we had.
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When participants felt the patient did not have the capacity to make decisions in their best
interests, their responses varied. For example, Sally was a legal guardian for her elderly friend,
Maureen. After listening to a discussion between the cardiologist and Maureen, in which it was
recommended Maureen have a double leg amputation, Sally became concerned her friend did
not understand the implications of such major surgery and the subsequent impacts on her life:
I saw the cardiologist come in and talk to her about the amputation and she said “Yes, go ahead”.
And he walked out of the ward, and I said “Maureen, I’m really concerned about how you’re
going to manage after the amputation.” And she said “I’ll be fine. I’ll just get prostheses” which
would have meant double prostheses. And I said to her “You’re far too frail to manage
prostheses” and she said “He said I’d be ok”.

Sally’s high level of concern that Maureen would be harmed by the surgery, and the doctors’
seeming lack of concern, meant Sally would progress to wrestling for control (higher intensity) in
her patient-safety caring.
In contrast to Sally, other participants who did not agree with the patient’s treatment decision
would still facilitate it for them. This may have been because the gravity and perceived
consequences of the decision were not as significant. For example, Ursula and her family felt
their father-in-law received much better treatment for his cancer at the current hospital, than at
a previous hospital. However, when offered the choice, her father-in-law chose to be transferred
back to the previous hospital:
They (the doctors) said to him “Would you like us to take over your oncology care or do you want
to go down to (the previous hospital)?” And the family all said “We think it’s pretty good here at
(current hospital)” but the patient said “No, I want to go to (the previous hospital)” [laughs] so he
got shipped off to (the previous hospital) because you don’t argue with a dying man.

7.3.5.3 Encouraging the patient to ask for help
Some carers encouraged the patient to ask for help when the carer was not there as a way to
increase the patient’s safety. These carers were concerned the patient would not ask for help,
because they felt the nurses were too busy or their problems were not substantial enough. For
example, Yvonne, whose mother was reluctant to ask for staff assistance, encouraged her
mother to press the call bell when she needed help:
But she’s very non- sort of demanding. So, I’d say “If you want something, push the button, push
it again! And again!” I said “Your needs are no less than valid than anyone else’s.” “Oh well, you
know, they’re doing the best they can”. “Yeah, not your problem.”
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When the patient wanted the carer to raise a concern on their behalf, this accelerated the carer
taking safety action. Sometimes the patient asked the carer to act soon after noticing the
concern. Other times, the patient would try to address the concern first, and if they did not
achieve success, they would then ask the carer to take over. For example, Diana, whose son was
frequently hospitalised with a serious mental illness, said:
And, if (my son’s) not getting (the concern) sorted out, that’s when I’ll step in. If he’s made the
moves and he’s getting the brush-off from staff, then I’ll step in.

7.5.3.4 Mediating between the patient and the staff
Patients who were particularly reluctant to stay in hospital, despite being too unwell to return
home, were sometimes encouraged by carers to stay in hospital. For these participants, part of
the carer’s role was to mediate between the patient and the staff, when communication had
broken down, to ensure the patient complied with treatments or remained in hospital for the
recommended length of time. For example, Wendy needed to negotiate a compromise with her
son, Ashley, when he wanted to take leave from the hospital, against the staff’s advice:
And then sometimes Ashley would get night leave or day leave, and there was another fight to
get that leave because the doctors wouldn’t let him go. And I can understand that. And then you
have to sort of say “Ashley, there is a reason why they don’t want you to leave hospital. You’re
not well enough.” But he couldn’t see it. He’s got no insight into his care. So then I’d have to
compromise and say “What about an hour or two hours, or something?”

7.4 Consequences
7.4.1 Feeling responsible for safety
The impact on carers of becoming proactive for safety was that their feelings of responsibility for
the patient’s safety also increased. Being at the hospital as much as possible and/or making
themselves available outside of their time at the hospital was a key mechanism for carers to
minimise the possibility of something going wrong. For example, Danielle felt a family member
needed to be with her brother most of the time. When she needed to leave at night she would
leave her phone number on a post-it note for the staff and expressly ask them to contact her if
there were any problems while she was not at the hospital. Erin also stayed with her husband as
much as possible during his hospital admission. She said:
So I’m really, really frightened that something’s going to go wrong or the, whatever, [Yeah] for
them. So I try to sort of get there at the crack of dawn or whenever they allow you in, and then
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leave when, as late as they’re ready to throw you out. I’m trying to stop situations before they
happen because I’m scared.

Carers also felt the responsibility of needing to keep the patient’s treatment on track and
ensuring they participated in relevant treatment decisions.

7.4.2 Feeling dismissed
Carers engaging in medium intensity patient-safety caring generally felt dismissed by health
practitioners. There were a few reasons they felt this way. Firstly, some carers experienced their
actions being ignored and an adverse event occurring as a result. Others felt their actions were
only considered useful once another health practitioner had validated the action. Finally, some
carers felt patronised or treated like an intruder when challenging the patient’s care or
treatment.
Therese was an example of a carer whose actions were only heeded after an adverse event
(which she was trying to prevent) occurred. Therese shared with the nurses her knowledge her
mother, who had dementia, would pull out her peripherally inserted central catheter (PICC) line
if she was not monitored continuously. Before Therese left for the night, the nurses reassured
her that her mother would not pull out the line. She found out the next day, however, that her
mother had indeed removed the PICC line and required surgery to replace it. Only after this
occurred, did the staff take seriously her concerns about her mother pulling out the PICC line.
Other carers only experienced their actions being taken seriously by the staff after another
health practitioner validated them. For example, further to Freya’s earlier comments, she felt
her father’s medical team only took her concerns seriously after she managed to engage the
hospital pharmacist to check her father’s blood results for gout:
And the pharmacist saw (gout) was there so it was only with the pharmacist’s help I finally got the
doctor to … not that the pharmacist is supposed to be looking at the blood results but, you know,
he knew. And it was with that I managed to get them to give him some medication for the gout.

Carers perceived health practitioners sometimes felt they were “intruding on their domain”.
Intruding on a health practitioner’s domain occurred when carers perceived their attempts to
question treatment decisions or ask for particular treatments were regarded as impinging on the
health practitioner’s autonomy. In these cases, carers found health practitioners responded in a
patronising manner to their questions or attempts to contribute to decisions about the patient’s
treatment. For example, Erin felt patronised when she questioned the surgeon about the need
for her husband’s surgery:
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(The surgeon) was … everything was set and that was it. (My husband) was going into surgery and
he was going to have surgery. And “What, why would a little woman - you know what I mean? have enough, be querying me?” You know what I mean? It was like I was, my authority, I had no
authority to query a doctor’s judgement. That’s how I felt.

In a further example, a nurse treated Ingrid in a patronising manner when she challenged her
putting large amounts of the same drug through her son’s drip after spinal surgery:
And all night this nurse kept coming in, shoving stuff into his drip, and we kept saying "What's
that?" "Diazepam … diazepam … diazepam … just to stop the spasticity." And I said "But he
doesn't have spasticity." "Yeah, look, we know what we're doing. We know what we're doing."

Tracey also experienced a negative response from a doctor when she requested prophylactic
pain relief for her brother. The doctor was taken aback and tried to usher Tracey out of the
office. When I asked Tracey why she felt the doctor had acted that way, she said “This is the sort
of thing that can happen when you’re a carer, that people resent you and what they regard I
guess as an intrusion on their domain, you know”. She described the incident further:
(The doctor) was very resentful and wouldn’t even look at me. I’ll never forget that. It’s such a
feeling of powerlessness. It’s like the scene in that movie: have you ever seen Terms of
Endearment when Shirley MacLaine’s going to the desk and her daughter’s dying of bone cancer?
She wants her shot. She goes to the desk and she says “My daughter needs her shot.” Have you,
remember that scene?

Another way in which carers at this level of intensity perceived they lacked legitimacy, was when
they felt staff resisted their concerns by shirking responsibility for addressing them. Carers
perceived shirking responsibility occurred in a few different ways. These included through “being
given the run around”, “passing the buck” or refusing to give eye contact.
Experiencing the staff avoid questions through refusing eye contact or disappearing was a
further cause of frustration and powerlessness. As Diana said when her son was hospitalised
“They won’t even maintain eye contact with you. They deliberately do not look at parents”. In a
further example, Ursula found the staff ‘disappeared’ after she requested an explanation for the
build-up of medications, which had been left over from several previous meal breaks, on her
father’s tray. She perceived the nurse dodged taking responsibility for managing her father’s
medication safety by avoiding her for the remainder of her visit.
Some carers also perceived health practitioners avoided taking responsibility through “passing
the buck” when challenged. For example, Kristin found her mother’s admission stressful, as the
staff would often call her at home during the night requesting she visit her mother to keep her
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calm. When Kristin challenged the doctor about the nurses’ lack of ability to calm her mother,
the doctor shifted the responsibility to the system:
And even the doctor, she said that, when I was complaining to her that they keep calling us and
they can’t control my mum, she said “Oh they’re not experienced in that. (They’re) experience(d)
more for maternity.” And that’s why we wanted to move her, and we couldn’t.

Despite most carers feeling a lack of legitimacy, there were occasional instances when health
practitioners listened, and took action, in response to carers’ safety actions. Several participants
reported staff members were appreciative when participants kept them updated with relevant
medical information about the patient, such as recent test results or procedures undertaken. For
example, when Fran was able to give the date of a particular procedure her husband had
undergone in the previous year, it helped the doctors locate the result. Staff members were also
supportive when carers corrected misinformation given in handover or in the medical notes.
Although many participants did not find their attempts to share their knowledge about the
patient were successful, some participants reported a positive response. For example, when
Danielle informed nurses about her brother’s communication needs, including deafness and a
comprehension disability, she found some staff demonstrated their commitment to her
brother’s safety by using the strategies she suggested:
There would be staff who were really terrific and who really would know, I could tell with the way
they would come in and they would come to the correct side of the bed, so that he could hear what
they were saying, I could see that they were giving him response time, they were willing to listen to
what he had to say.

7.5 Summary
Reflecting their middling level of trust in health practitioners, carers who were being proactive
about safety undertook a marked increase in their range of safety actions, as well as the
increased assertiveness with which they undertook them. Despite this, these carers often felt
powerless to get the staff to act on their concerns due to a perceived lack of legitimacy. This was
in the context of an increasing feeling of responsibility for protecting the patient from harm. This
meant some of the carers in being proactive about safety ultimately moved into the highest level
of patient safety intensity, ‘wrestling for control’. The conditions under which this occurred, the
actions undertaken, and the consequences will be the focus of the next chapter.
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Chapter 8: Wrestling for control

8.1 Introduction
‘Wrestling for control’ was the highest intensity patient-safety caring level observed. The
components of wrestling for control are shown at Figure 8-1 and their development is supported
with extracts from the data in this chapter. At this level, carers were highly anxious the patient
was at risk of serious harm. They also perceived their input was essential to protecting the
patient from harm as they had either low or no trust in the staff. As a result, carers at wrestling
for control engaged in more assertive, and sometimes even aggressive, safety actions (such as
getting angry, demanding safety actions or ignoring or defying treatment recommendations) as
they desperately sought to achieve an outcome they perceived would keep the patient safe.
Figure 8-1: Components of wrestling for control

Concept 3:

Conditions:

Actions:

Consequences:

Wrestling for
control

Perceiving the staff
were failing to resolve
an imminent threat of
harm

Monitoring for harm

Preventing
medical errors
and harm

Fighting for action
Taking control of
treatment decisions

Experiencing harm
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Buffering harm

Overseeing the
treatment trajectory

Feeling
responsible

Facilitating the
patient’s
involvement

Experiencing
hostility

8.2 Conditions
8.2.1 Perceiving the staff were failing to resolve a threat of imminent and serious harm to
the patient
When carers moved from medium to high intensity patient-safety caring, they were often
responding to one key condition: perceiving the staff were failing to resolve a threat of imminent
and serious harm to the patient. Carers’ perceptions of serious harm included the risk of the
patient dying, or being seriously physically or emotionally injured, or not having their end-of-life
wishes respected.
This condition reflected carers who had reached a tipping point because previous attempts to
work cooperatively with the staff to prevent harm had not worked or were still not working and
the patient remained in imminent danger of harm. For example, Therese engaged in a medium
intensity action in challenging the doctors about her daughter’s current treatment trajectory.
Therese’s daughter, who was pregnant, was admitted with unexplained seizures:
And I spoke to the doctor who was looking after her and I asked him why she wasn’t being
monitored, continuously monitored, and I asked him why she wasn’t receiving any, apparently,
any treatment, intravenous fluids or anything else, and what was wrong with her.

When the doctor blamed systemic issues for her daughter’s lack of monitoring, Therese was
concerned her daughter’s health would continue to deteriorate. Thus, she moved to high
intensity patient-safety caring by deciding, with her daughter’s consent, to discharge her
daughter from the hospital, against medical orders, and arrange for her to be admitted
elsewhere.
A further example of the tipping point from medium to high intensity patient-safety caring was
shown in Yvonne’s experience. When Yvonne’s mother was admitted for side effects of
chemotherapy, Yvonne expected she would be treated and returned home (where she was living
independently). However, the staff decided Yvonne’s mother should be treated palliatively and
therefore did not give her active treatment. Yvonne had tried prompting the staff (a medium
intensity action) about rehabilitation for her mother but had not found this successful:
I had tried to … you know … I went to one of (the nurses) and said “Look, you know, mum said she
was going to get such-and-such” and they said “Oh, well we mentioned it to physio” and then the
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nurse practitioner stepped in and he was sort of sorting it out. And, you know, so it was doing a
loop so basically. And then I wasn’t getting any answers.

She eventually became exasperated with the staff and could see her mother deteriorating, so
she changed how she engaged with the staff to become more forthright:
(The nurse practitioner) said “You need to get the power of attorney sorted with your brother
and blah blah blah” and I said to him “She’s depressed! There’s no reason for her to die! If we can
get her to eat, there’s no reason for her to die. But she will if she stops eating, if you keep
treating her like she’s dying …” And he sort of placated me a little. And I said “No – it’s not on”.
And then I became a bit more forthright in what I wanted.

Yvonne’s mother ultimately survived the admission and went home to live independently.
Bernadette is a further example of a carer who moved from medium to high intensity after
concerns her mother was deteriorating were ignored by the staff:
Because nothing was being done and Mum was getting worse. So day-by-day we’d go in, she was
a bit worse. And I was just like “What is going on here?” you know “What’s going on?” It was so
frustrating because she was obviously really unwell and it was like they were completely
oblivious. They didn’t know her—I know that—and, but I just thought that it was bleedingly
obvious there was something wrong, you know.

Because Bernadette observed her mother deteriorating over days, she eventually became
“pushy” with the staff which she felt “really made a difference” to having her concerns about her
mother addressed. Bernadette’s diagnosis that her mother had internal bleeding was ultimately
proved correct and she needed to have additional surgery to stop the bleeding.
Carers’ frustrations with the staff’s inaction over perceived serious safety concerns could
accumulate across admissions if they experienced similar barriers repeatedly. For example, Nina
felt she needed to constantly fight to have her daughter, Alison, admitted to hospital as the
Emergency Department staff often refused to act on a protocol letter from Alison’s specialist
indicating her condition could be life-threatening:
So we have to fight for everything we do. So, and part of that is, when we go to hospital and she
turns up with her adrenal crisis that needs urgent attention, with a protocol letter that says
“Treat me urgently or I can die” three times out of the last four times we’ve gone to hospital
we’ve had to fight with them about that, even though she has that letter. We’ve had to fight and
fight and fight to get the help.
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8.2.2 Experiencing harm
When the patient experienced harm during a hospital admission, carers could also move from
medium to high intensity patient-safety caring. This stemmed from a belief the carer needed to
step in to prevent further harm occurring to the patient. Georgia became more assertive during
her mother’s admission for a chest condition when she experienced her mother being told three
times, by three different medical teams, that she was going to die. Georgia felt the repetition of
bad news was causing her mother unnecessary emotional harm and ultimately took control of
the situation:
We had three lots of doctors come and tell her she was dying and I was so … The first one … was
okay and I’d been warned by the cardiac team that was what the story was and that they would
need to have a discussion with her. And I thought “Cool.” So we did that. Then the respiratory
intern or registrar, or whoever it was, obviously needed to get her book ticked off so next minute
she’s up there telling Mum the same thing. And then the next morning the respiratory physicians
came in and started to do the same thing. And, by that stage, I just said to them “I’m sorry, we’ve
already heard all this. Can we just sort of, you know, not go here right now?” And I went; I took
them out, away, and said to them “Look, we had the cardiologist tell us yesterday. We had the
respiratory intern tell us this morning and now you guys are doing it. My mother only needs to
hear this once, you know”.

Ken was a further example of a carer who moved from medium to high intensity patient-safety
caring after an adverse event. Ken’s wife, Priscilla, was taken off a pain medication suddenly
when the medication was meant to be tapered, without any discussion with Ken or his wife.
Priscilla suffered a bad migraine as a result. Ken described the change from feeling comfortable
with the hospital managing his wife’s medications, to wanting to take back control:
BM: How did (it) feel (when they took Priscilla’s medications off you at admission)?
Ken: Oh it, it didn’t worry me. I think Priscilla was comfortable at the time, on the basis that they
would continue to administer. The problem came when they “Well we’re gonna change and
fiddle, and muck around” with what we were doing, and “We’re not gonna talk to you about it.”
And it’s like “Well hang on. This is a careful balancing act we’re playing with here around
balancing the medications and we don’t really need you guys fiddling ’cause we’re playing with
adverse effects here and there on some of these drugs, and trying to medicate—mitigate—them,
sorry, and we don’t need you guys just ‘Oh we’ll change this and do this, and do that’”.

Ultimately, the doctors re-prescribed the drug to Priscilla after Ken and his wife “harassed them
enough”. Ken described how his trust in the hospital was affected by this experience:
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I think when Priscilla was admitted we were very much trusting that “Look, okay, we’re here.
We’ll trust these guys. We’ll give them the trust.” And I think now it’s like, well, if we have a
choice—we will never go public—we want private because that gives us a higher level of control.
It actually guarantees that the doctor, the surgeon will turn up and talk to you.

8.3 Actions
8.3.1 Monitoring for harm
Carers’ distrust of the staff to keep the patient safe meant they needed to monitor vigilantly to
avoid the patient experiencing unnecessary harm. Consistent with carers’ other actions at this
level, their approach when they detected the patient was at-risk of harm was more assertive
than at low and medium levels of intensity.
8.3.1.1 Knowing something’s not right
Carers who were wrestling for control, became much more persistent and demanding when they
perceived the patient was not right. For example, Bernadette suspected something was not right
with her mother’s recovery following pacemaker surgery. When Bernadette’s mother kept
fainting, and the nurses appeared unconcerned, she demanded a doctor review her mother. Her
mother was later found to have internal bleeding after her ulcer medication was omitted from
her chart at admission:
The fact that I said at the time “She needs to be seen by the doctor and she needs to be seen
right now” you know. “This is not right. She’s not, she’s not right. This is not how Mum is. Mum’s,
she’s sick!” you know.

Another example was Ingrid, caring for her son after major spinal surgery. Ingrid was concerned
he was not moving his legs as he normally would. Brian had significant physical and intellectual
disabilities but was mobile prior to the surgery. Ingrid used her sense that something was not
right to push the doctors to continue to monitor Brian’s leg movements even after her concerns
were dismissed. It was later determined her son was paralysed after the surgery:
Two weeks (after the surgery), (the doctor) goes in, sticks his fingernail into (Brian‘s) foot. Almost
you could see it pierce the skin, and Brian quivered or twitched, which Brian has a twitch anyway,
and he said "See, nothing wrong with his legs." I said "No. There's something wrong with his legs.
He's got no pressure. No ability to stand. There's something wrong with his legs."
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8.3.1.2 Guarding the patient as a shield
Similar to being proactive about safety, carers wrestling for control also guarded the patient as a
shield. At the higher intensity level though, this action was more deliberate and involved.
Because carers typically did not have trust in the staff to protect the patient from harm, they
were reluctant to leave the patient alone for any extended period.
Guarding the patient as a shield mostly occurred at the patient’s bedside but could also involve
accompanying the patient to a change of location or procedure. For example, Fran wanted to
stay close to her husband when she suspected a mistake had been made in ordering a particular
x-ray for him. Thus, she decided to stand guard with him as he travelled to the radiology
department:
I was told they were going to take him for a chest x-ray on a Saturday, Saturday evening to
emergency, and I said to them “A chest x-ray? I thought he had one of them a couple of days ago.
Hang on! No. I’m coming with you. I don’t, there’s something not right in what you’re telling me.”

Georgia also guarded her mother as a shield when the phlebotomist would arrive each day to
take her mother’s blood, even though the medical team had cancelled her daily blood tests. This
led Georgia to take direct safety action to intervene to stop the test:
But, even when (the doctors) ordered no (blood) tests, the (phlebotomist) would still turn up and
I would have to say to her “I’m sorry, the doctor doesn’t want tests done now.” “Oh it’s still in the
chart.” “Well go and talk to the doctor then but they've told me they’re not to be done.”

Guarding as a shield was related to a carer’s lack of trust in the hospital staff to sufficiently
protect their relative from harm. Learning from the harms or medical errors that occurred in the
past, as well as those that might occur in the future (through observing gaps in care), the carer
attempted to prevent them by being with the patient as much as possible.
Bernadette’s trust in the hospital staff varied according to the ward her mother was on. Her level
of trust in the ward staff contributed to the amount of time Bernadette spent with her mother in
hospital. For example, on the Rehabilitation Ward, where Bernadette felt her concerns about her
mother’s deteriorating health were ignored, and where she observed her mother being put in
situations she perceived as risky, she said:
I don’t think we had any confidence in the staff there. So we wanted to be there.

Whereas, when her mother was transferred to the Intensive Care Unit (ICU), she did not feel the
same need to be there:
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We couldn’t stay there (on the ICU) but she was having around-the-clock, you know, one-on-one
nursing there? And, and I was, and there was, it wasn’t very busy. I was pretty confident that
Mum was being looked after pretty well there.

After Susan’s husband suffered a respiratory arrest while she was with him in hospital, she lost
trust in the staff to protect him sufficiently from sudden, rapid (and potentially fatal)
deterioration. Susan described how the events of that admission, and her husband’s subsequent
tracheostomy, changed her need to be there at the hospital. She said:
And while (previously) I stayed there for a period of time … in the 2009, I hadn’t needed to stay
overnight. But, since then, especially now with the trache where, ’cause previously Will had a
nose mask and was breathing through the ventilator, via the nose mask and, if there was a
problem, he could frog breathe enough that he should be able to survive as long as it didn’t take
any length of time for them to sort out the problem. [Yeah] But now, if the trache tube comes off
or, if the ventilator stops, you’ve only got about five minutes and he’d be dead.

Further to this, Susan said she would not leave the ward, even briefly, unless a family member
(or a trusted person) was there or “there’s a nurse on that I feel I can trust”.

8.3.2 Fighting for action on safety hazards
Fighting for action on safety hazards generally resulted from carers’ frustrations with a lack of
staff action about safety hazards. Fighting for action represented carers’ willingness to resolve
serious safety hazards at all costs, including risking alienating the staff.
8.3.2.1 Being the squeaky wheel
Carers who detected particular safety hazards at a high intensity of patient-safety caring would
generally persist in prompting the staff to address the risk until they achieved a satisfactory
outcome. Carers became the squeaky wheel when they perceived a safety risk was increasing,
due to staff inaction or lack of carer involvement in the patient’s treatment trajectory. Being the
squeaky wheel was often a successful strategy in getting the staff’s attention, and ultimately in
resolving safety concerns. For example, during one of her son’s admissions to the mental health
ward, Diana initially alerted the staff she felt her son was well enough to return to the ward, and
was becoming agitated at being kept in isolation. However, the staff did not act on her concerns,
leading to her becoming the squeaky wheel:
Even the last time at (hospital 1) I kept saying to them, you know “(My son) is complaining about
(being in isolation). I think it’s gone on too long.” And, of course, at that stage, there was a
problem with the clinician. The consultant psychiatrist hadn’t been in then or the way they
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weren’t coming in every day. And the registrar can’t make that decision without speaking to the
consultant. And then, when they did make that decision, then there was no bed available. So
you’ve really got to be the squeaky wheel, you know, at that point in time.

Diana described her style of persisting as “polite but insistent”. She said when she felt confident
a matter should be pursued, she would not accept no for an answer.
8.3.2.2 Taking life-saving action
Taking life-saving action occurred when participants intervened directly to address a risk of
serious harm to the patient. Life-saving actions were taken with or without the presence of
health practitioners. For example, Susan intervened to change her husband’s ventilator after
staff turned off the original ventilator accidentally. She perceived the staff members were
concerned more about reconnecting the machine, than her husband’s inability to breathe:
So, by this stage (after the ventilator had been switched off), I’d got up, off the chair, gone
around to the other side of the bed. That particular nurse (who had turned off the ventilator
accidentally) had come back with a second nurse and they were trying to work out why the alarm
was going off on the ventilator … They were just focusing on the ventilator and that was it. And I
ended up having to basically push past them to get to the second ventilator, turn it on, change his
tubing over to that ventilator so he could breathe.

Sam also took life-saving action when he perceived the medical team was leaving his wife,
Brenda, to die against her wishes. Brenda had advanced multiple sclerosis and had been
admitted to treat an infected pressure sore. When the hospital decided Brenda should be
treated palliatively, and given morphine only, Sam intervened for his wife’s survival by providing
his own nutrition and assisting her to eat and drink:
Well, they (the hospital) failed (in letting my wife die) because I fed Brenda. I was in there with
food every day. I was giving her roast pork, I was giving her chocolate, I was giving her drinks, I
was giving her all sorts. And all these charts and things that are happening in and out fluid wise,
they’re all up to nothing because I wasn’t going to let it (death) happen.

Sam’s actions likely resulted in a different trajectory for Brenda as she was later discharged back
home.
Another form of taking direct safety action was procuring equipment required for safety that
was not supplied by the hospital. For example, Ingrid hired a special air mattress to reduce the
likelihood of pressure sores for her son, Brian, when there were none available in the hospital:
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Brian was in bed for so long he needed to have a mattress that's for his [For pressure] - yep. We
had to hire it ourselves because they had none in the hospital that worked. So we had to pay 70
bucks a week. I think we negotiated it down. And then it had to get electrically checked so we had
to wait two days for it to be electrically checked before it could be put on the bed. That's just
another example of what we had, that was my advocacy of saying "Well if you can't get him a
pressure mattress, I'll hire one in." And we did. We hired one in. It was the only way to get
around it.

8.3.2.3 Demanding action
Demanding action involved participants telling staff how they should act to prevent harm to the
patient. Although participants were motivated to demand action for different reasons, most
were driven by an underlying anxiety the patient was at a heightened risk of physical or
emotional harm if staff did not take action.
When Susan noticed an infection control risk to her husband, Will, she decided to intervene. Will
had a tracheostomy and required regular suctioning. When she noticed the nurses were
sometimes using gloves that had been dropped on the floor to perform the suctioning she
demanded they change gloves:
I stopped them a couple of times and said “No, you need clean gloves to do the suctioning”
because it’s supposed to be, you know, the suction catheter’s sterile.

Preventing safety hazards on discharge, particularly when the carer had not been consulted
about the discharge, was also a reason for carers to become demanding. Eleni’s brother, Con
who had a serious mental illness, was about to be discharged to live on his own, when Eleni
detected his medication list contained a sedative to be given as needed or PRN (Eleni was a
retired hospital pharmacist). Eleni was furious the doctors had not accounted for the fact her
brother did not have anyone at home who could give him the medication PRN. She said:
I just looked at (the doctor) and I thought to myself “I’ve just gotta do what I’ve gotta do.” And I
said to him “Here is a patient on PRN medication.” I said “Who do you expect to give him the
PRN? [Yeah] Do you think he’s gonna give himself a PRN?” I said “You know, I don’t live with him.
I live five minutes away but do you expect me to say, ‘You need …’?” It just … and I just looked at
him. And he, suddenly, realised, and he said [in a hurried voice] “Oh, all right. I’ll have to go and
call the consultant.” I said “You go and call the consultant. I will wait here. It’s so totally
inappropriate.”

Eleni’s brother was later discharged without the PRN medication.
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8.3.2.4 Raising merry hell
Wrestling for control by ‘raising merry hell’ occurred when carers expressed anger publicly
towards specific staff they perceived were to blame for a particular incident. These participants
expressed anger when they perceived it was likely the patient would have experienced
significant harm if the participant had not intervened to prevent or resolve an unnecessary error.
Other participants said they did not express anger towards staff, even if they felt it, as they did
not believe it was ultimately helpful.
Georgia raised merry hell with a nurse she perceived was to blame for her mother suffering low
oxygen levels due to her oxygen mask being disconnected before a ward transfer. Georgia
detected the error when she returned from a 30-minute break from her mother’s bedside and
found her mother was not wearing her oxygen mask:
Anyway, I raised merry hell about (mum’s oxygen being disconnected) because I was really cross
and the guy (the nurse) said to me “Well we thought she was going to be moved really quickly.” I
said “I’m sorry, this is actually not okay” you know. Like “She’s actually there. She’s really, really
vulnerable and she’s got no oxygen, and you still can’t tell me when she’s going to move. Get the
[expletive] oxygen!” I lost it completely.

Natalie also raised merry hell with her father’s doctor. Natalie became angry because the doctor
had wanted to discharge her father the previous day, and Natalie had needed to intervene to
stop the discharge (as she perceived her father was too unwell). Her father’s condition
subsequently deteriorated during the night until he was critically ill. The next morning, angry
that her father would have been discharged (without her intervention) when he was obviously
so ill, Natalie got angry:
’Cause I said “Don’t you ever, ever treat another patient irrelevant of whether it’s my father or
anybody else in that fashion because there’s more deaths in the cemetery from neglect and
malpractice than there is of natural causes.” And he turned around and said to me “I don’t think
so.” And I said “Listen mate, I’ve proved you wrong twice. Don’t make me prove you wrong the
third time. And I’ve got the evidence here.” And the nurse said [mimicking] “Dr So-and-So, you’re
wanted at the station.” I thought ‘Yeah, get rid of him’ you know ‘’cause I’m likely to thump him.’

In contrast to the participants described above, some other participants attempted to contain
their anger, rather than expressing it towards staff. These participants believed raising merry hell
would not help the situation. For example, Freya said:
You get angry but you take a deep breath and walk away, and then you talk to them when you
can talk. Because there’s no point. I don’t know. I mean I know that a lot of staff get abused and
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they get a lot of … yeah. It doesn’t help. If you’ve got a problem, abusing someone’s never going
to help you.

Nina also believed expressing anger towards the staff was not helpful. She preferred to maintain
good relationships with the staff where possible rather than becoming adversarial:
I’ve learnt that it’s better to keep everybody on side than it is to [expletive] people off by, you
know, yelling or getting aggr(essive), or something. You can, you need to get your point across
but there’s no point in creating adversarial relationships with them.

8.3.2.5 Elevating concerns
Elevating safety concerns to a higher authority happened when carers became frustrated at the
failure of the hospital to satisfactorily address a safety hazard or prevent the hazard from
causing harm in the future. The nature of the higher authority ranged from senior staff on the
ward, such as the Nurse Unit Manager or a doctor, to external authorities including the Office of
the Public Advocate and the Minister for Health. Elevating concerns varied in its effectiveness as
a safety strategy.
Generally, when carers elevated their concerns to authorities outside of the hospital they
received a good response. For example, when the doctor flippantly told Ingrid to take her
concerns about the hospital’s lack of equipment for her son’s rehabilitation to the Minister for
Health, she did:
So, for example, the doctor comes in at six o'clock. He was a surgeon for the orthopaedic; he
didn't care about the rehab side of it. And I remember even him one day I'm saying, you know "I
can't even get him therapy because there's no (standing frame)." And he said "Well go to the
bloody Minister!" Like, you know, I'm thinking "I'm in hospital!" Well, as it was, I did. I had (the
Health Minister) come in and see because I was the president of (advocacy organisation) at the
time.

The hospital purchased two standing frames soon after the Minister’s visit.
Carers who elevated concerns within the hospital experienced limited success. For example, Fran
complained about her husband’s bed sheets, which were soiled and had not been changed for
two days, to the Assistant Nurse Unit Manager (ANUM). Fran found the ANUM was effective in
rectifying the situation but was not as helpful with other matters. As a result, Fran felt the ANUM
might have labelled her as “troublesome”.
Sometimes elevating concerns did not achieve a satisfactory outcome. For example, when a
nurse left Georgia’s mother without oxygen for a prolonged period, she reported it to her
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mother’s doctor on the ward the next day. The doctor responded Georgia would get an
improved response if she filed an official complaint:
“Make sure you lodge a formal patient complaint because it doesn’t matter what we (the
doctors) say about things like their oxygen practices or anything like that, the hospital
management won’t really listen to us but they will listen to a consumer.”

Ultimately, after her mother’s discharge, Georgia wrote a letter of complaint. However, she
decided she would not submit the complaint to the hospital until after her mother had died, for
fear her mother may experience reprisals from the staff if she was readmitted.

8.3.3 Taking control of treatment decisions
Taking control of treatment decisions occurred when carers perceived wrong treatment
decisions were being made for the patient. In taking control of decisions, carers risked alienating
the staff. However, carers were more willing to take this risk given the perceived high risk to the
patient of not acting. Taking control of treatment decisions generally led to a successful outcome
(from the carer’s perspective).
8.3.3.1 Dismissing assumptions
Dismissing assumptions was a vital role for some carers, particularly when the patient was
vulnerable to stereotyping by the staff based on age, diagnosis or disability. These carers felt
knowing the patient’s life history and values was integral to dismissing assumptions related to
the patient’s prognosis or quality of life. Such assumptions could potentially have had serious
implications for the patient particularly when end-of-life decisions were being made.
Susan needed to dismiss the assumptions of the ICU doctor when her husband, Will, became
critically ill. The doctors recommended Will not be given active treatment in the future. Susan
perceived the doctor was making his decision based on an incorrect assumption Will
experienced a poor quality of life. Thus, she sought to change the doctor’s attitude by showing
him tangible records of Will’s achievements living in the community on a ventilator:
I put together the stuff that I had on what Will had been doing up until he went into hospital. Will
was on several committees. The Disability Advisory Committee for (the local area). Other
committees similar to that. We had newspaper articles on things that Will had done so I put them
all together in a folder. I took them in and I presented them to the head ICU doctor, and he had a
flick through them, and he said to me “Oh well this paints a different picture then.” And, after
that, you know, his attitude changed.
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Will ultimately received active treatment and was able to return to living in the community.
Kelly also needed to dismiss incorrect assumptions when her daughter, Jane, who had physical
and intellectual disabilities, was hospitalised with a chest infection. Kelly felt the doctors were
making assumptions about her daughter when they were suggesting future treatment would be
futile:
And I know that they don’t know how she is when she’s well but I don’t really think that they
should look at her disability before they decide what care they’re going to give her because
they’re not doing me any favours by, you know, my, our world revolves around this girl so, you
know, they’re not doing me any favours by helping her go sort of thing.

Jane responded well when she received active treatment and was later discharged home.
8.3.3.2 Powers of attorney as leverage
Some carers used their legal status as the patient’s medical power of attorney 1 as a strategy to
secure a positive outcome for their safety concerns. When these carers disagreed with the
hospital’s treatment trajectory for the patient and were not being heard, they would explicitly
state to the staff that they had “power of attorney” for the patient. This was used as an attempt
to reinforce the carer’s legal status in decision-making for the patient. Using medical power of
attorney as leverage was usually not a successful strategy.
An example of a carer who used medical power of attorney as leverage was Bella. Bella had been
challenging the doctors about her mother’s hospital incontinence medication regime, which she
perceived would worsen the incontinence when she was discharged home. After she had
repeated her concerns to several different doctors, without a successful result, she tried to
demand they change the treatment trajectory by mentioning she had power of attorney:
I go “Well to me it’s better if she’s not on any (incontinence medication). If you can’t manage this
regime that she’s on, then take her off everything. I’m asking you to take her off everything” you
know. And I’ve got the medical power of attorney and I’m in there. I’m going “Look, this is my

1

Under Victorian state legislation, a patient can appoint another person (the ‘medical agent’) to make
decisions about their medical treatment on their behalf. In this circumstance, the medical agent is granted
‘medical enduring power of attorney’. The medical agent may consent to medical treatment on the
person’s behalf when the person is not capable of giving consent themselves. A medical agent can only
refuse medical treatment on behalf of the patient if they are convinced “the medical treatment would
cause the patient unreasonable distress; or there are reasonable grounds for believing the patient would,
if competent and after serious consideration, have considered the treatment unwarranted.” (Office of the
Public Advocate (Vic.), 2017)
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medical power of attorney. I’m telling you take her off everything because I can’t cope with this
when she comes home.”

Bella’s mother’s medications in hospital were not restored, and so Bella needed to have her
mother’s incontinence addressed again once she was out of hospital.
8.3.3.3 Requesting a second opinion
A second opinion was sought sometimes when participants notified staff of a particular safety
risk but the initial staff member resisted or opposed taking action on their concern. When a
second opinion was given, one participant received a satisfactory outcome and the other did
not. Thus, asking for a second opinion was a strategy with variable effectiveness.
Nina had a successful outcome when she asked for a second opinion for her daughter, Alison.
Nina asked for Alison to be reviewed by a senior doctor in the Emergency Department when she
felt the junior doctor’s diagnosis was not correct. Nina felt the junior doctor had not sufficiently
understood Alison’s complex medical history, including that she was prone to life-threatening
adrenal crises, when he decided she should be discharged. When a senior doctor reviewed
Alison, he agreed she should be admitted to hospital.
In contrast, Fran did not receive a successful outcome after asking for a second opinion of her
husband’s condition. Fran noticed the surgical wound on her husband’s stomach looked infected
and alerted the nurse. The nurse dismissed her concerns so she asked the doctor for a second
opinion. The doctor also dismissed her concerns. Ultimately, Fran’s instinct proved accurate a
week later when the surgeon rang her confirming the infection and asking for the details of the
staff members who had denied it was infected.
8.3.3.4 Demanding a meeting
When carers were not being involved in decision-making, and they felt this was putting the
patient at-risk of harm, they sometimes demanded a meeting. For example, Sally demanded she
be involved in a case conference about her friend, Maureen’s treatment. Maureen, an older
person, was due to have both legs amputated and Sally was very concerned her friend did not
understand the implications:
And I just sat in her ward and said “I’m not leaving here ‘til there’s a case conference and I’m
involved”. So I’d learnt that from looking after mum. And I’d learnt that unless I went and was
really bullish about this, and again there was this attitude “Well, you don’t need to be involved,
she’s rational, she can make the decisions”. And I knew that she wasn’t.
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8.3.3.5 Defying medical advice
Some participants defied, or refused to obey, the advice of hospital staff to prevent harm they
perceived would result from the recommended treatment trajectory. Defying the advice of staff
occurred when the participant determined their own treatment plan would lead to a safer
outcome than following the advice of the hospital. Defying staff usually occurred only when the
participant believed there was a high level of risk to the patient of following the recommended
treatment.
Disagreements over medication management were sometimes the cause of resistance or
defiance. For example, Ingrid told the doctors to stop administering pain relief to her son, Brian,
as she believed this was preventing him from “waking up” after an operation. She took this
action after it was suggested, clandestinely, by a visiting doctor that her son had been overdosed
on pain relief. Evaluating the risk of keeping her son on the pain relief, as higher than taking him
off, she ordered the medication be stopped:
So I lost the plot and said "Take him off all the medication!" They're saying "You can't do that you
cruel mother! You can't do that!" And I said "Yes I can!" And, 'cause we could see Brian was
trying to come through his medication but he just couldn't. He couldn't even lift a hand. He
couldn't hardly open his eyes. He was drugged off his brains. Anyway … we finally took him off all
the drugs after I spoke to the surgeon and he said "Well it's your choice. You are his mother but
it's cruel, if you don't follow what the pain team say to do." And they did take him off everything.
They probably kept him on Panadol. And he came back to us.

Another example of defying medical advice occurred when participants decided, against medical
advice, the patient should be discharged. Ordering a discharge meant the participant could then
arrange for the patient to be admitted to an alternative hospital (where the participant felt the
treatment would be safer) or to be sent home. Mary, for example, insisted her mother be
discharged home before the doctors were ready to discharge her, because she did not perceive
the hospital was helping her mother to improve:
It was mainly the fact that there was nothing more they could really do. Ok, she wasn’t getting
any better. She wasn’t eating. So I thought, ‘Well, she’s not eating in there, there can’t be any
harm in taking her home, it can’t be any worse. So maybe, might be better’.

A failure to listen to Sam’s concerns he did not want his wife to receive comfort care, led to his
defiance of the doctor’s instructions that his wife should not be given food or drink. Sam started
bringing in his own nutrition for his wife and assisting her to eat and drink. Ultimately, Sam
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persuaded the doctors his wife could be given food and drink and they ordered a swallowing
assessment.

8.3.4 Overseeing the patient’s treatment trajectory
Carers wrestling for control also engaged in the actions described previously in ‘keeping the
patient’s treatment on track’ in being proactive about safety, with one additional feature: case
management. Becoming a quasi-case manager demonstrated the carer’s need to wrestle back
control of the patient’s treatment trajectory, for fear the staff would overlook vital treatments
or appointments.
8.3.4.1 Becoming a case manager
Through case managing the patient’s treatment, carers tried to ensure all vital aspects of the
patient’s treatment occurred. For example, Wendy engaged in systematic checking of a range of
activities necessary for her son, Ashley’s, recovery. Ashley was hospitalised for a prolonged
period for complications related to spina bifida. During the hospitalisation, Wendy insisted on
ringing him every morning with a checklist before following up activities that had not been
completed by prompting staff:
You’ve got to do a checklist, you know. You wake up in the morning. You ring him up and say
“How was your night? Have, check this: have they given you medication? Have you had a
shower? Have you had this? Have you had a change? Has your dressing been changed? Has the
doctor visited you today?” All that you go through so that way you know how your day’s going to
end up. ’Cause, do you have to ring up the hospital and say “Ashley’s supposed to have his x-ray
today” or “Ashley’s supposed to have his nephrology visit” and “No, no ambulance has been
organised so he’s missed that”. Or “This hasn’t been done” or that.

8.3.5 Facilitating the patient’s involvement in safety
Facilitating the patient’s involvement in safety at a high intensity of patient-safety caring
involved the same actions as described for this category in medium intensity patient-safety
caring (see section 7.3.5).

8.4 Consequences
The consequences for the patient’s safety for participants who moved into high intensity
patient-safety caring were more positive than those engaged in low and medium intensity
patient-safety caring. This finding suggests the carer was more likely to influence the patient’s
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safety successfully when they wrestled for control in their interactions with staff. However,
carers also experienced negative consequences for themselves.

8.4.1 Patient-related consequences
8.4.1.1 Preventing or allowing death
Carers who wrestled for control often felt their safety involvement prevented the patient dying
prematurely. For example, Ingrid, whose son woke from a coma after she ordered his pain relief
be stopped, felt he would have died without her intervention: “If you didn't have somebody like
us (me and my husband) there, then (Brian) would not have survived, I don't believe.”
Other participants who wrestled for control, who were supporting patients at the end-of-life,
believed their advocacy led to a better death for the patient. For example, when Sarah’s motherin-law, Beatrice, experienced a severe stroke, Sarah needed to advocate for Beatrice’s
preference to decline life-sustaining treatment as documented in her Advanced Care Plan.
Beatrice’s Advanced Care Plan had been lost by the hospital. Sarah believed, without her
intervention:
(The surgeons) would have taken (Beatrice) into surgery. I mean that’s what they were talking
about when I arrived … they were about to ring a brain surgeon to take her into surgery, to
relieve the pressure off her brain, which would have enabled her to stop bleeding into her spine
and to actually, not eventually, pass away once the damage from the blood in the spine took
effect, and actually survive as a vegetable.

8.4.1.2 Preventing medical errors and harm
Most carers who wrestled for control perceived their safety contributions protected the patient
from at least some medical errors, adverse events or both. Carers perceived they prevented at
least one or more medical errors that may have resulted in physical or emotional harm for the
patient. These errors included medication errors, hospital acquired infections, pressure injuries,
falls, clinical deterioration and communication errors between staff.
8.4.1.3 Buffering harm caused by medical errors
After a medical error occurred, some carers perceived they contributed to ameliorating the
physical and/or emotional harm suffered by the patient thereby buffering against further harm.
For example, Georgia demanded the staff member re-connect her mother’s oxygen immediately
when she discovered the oxygen had been switched off. By the time Georgia detected the error,
her mother’s oxygen levels were very low and her lips were beginning to turn blue. When she
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discussed the incident with her mother’s doctor the next day, the doctor said the low oxygen
levels caused by the incident could have led to her mother having a seizure.

8.4.2 Carer-related consequences
8.4.2.1 Feeling responsible for safety
As for carers in being proactive about safety, carers wrestling for control also took personal
responsibility for safety. Added to the feelings of responsibility felt by those at a medium
intensity of patient-safety caring, many carers at high intensity felt frustrated and angry the
patient’s safety relied on them undertaking tasks they believed were the staff’s responsibility.
These carers felt undertaking safety tasks deprived them of the opportunity to either have time
away from caring or to spend quality time with the patient. Some also felt their presence at the
patient’s bedside shielded the staff from having to take full responsibility for the patient’s safety
and care. Occasionally, carers accepted safety responsibilities as a part of their caring role, but
felt the hospital could be more supportive of their assistance.
Susan was a carer who felt she was doing the job of the nurses when protecting her husband,
Will, from medical errors. Will was on a ventilator and had a history of major patient safety
incidents in hospital (including having his ventilator switched off accidentally by staff and
experiencing a respiratory arrest as a result of a mucous plug in his tracheostomy). Susan
reflected on the dissonance between her actual role as a carer in hospital, and her role as
perceived by others:
BM: And how do you feel about needing to play that (protective) role?
Susan: Very annoyed because the nursing staff should be doing that. You know, according to the
government and Centrelink, they take into account Will’s hospitalisation. It’s supposed to affect
our pensions if he goes into hospital for more than I think it’s 60 days, I’m supposed to be able to
have a rest while he’s in hospital, and I don’t get that break. I’m having to be in there with him to
support him, to protect him from mistakes happening.

Wendy was a carer who perceived she should not have to undertake safety activities as a part of
her caring role. Wendy, whose son had spina bifida and acquired head injuries, felt she needed
to maintain constant vigilance of her son’s care during his prolonged hospitalisations. Wendy
resented needing to undertake the staff’s safety role at the expense of spending quality time
with her son: “And, yeah, I’d love to just visit. Just have fun. But you don’t.”
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Other carers accepted the need to play an active safety role, but wanted the hospital to provide
them with more support. For example, Nina, who cared for her adult daughter, described her
current role as giving the staff background information and minimising the negative impacts of
the hospitalisation on her daughter. When I asked her about her ideal role, she said:
It would still be the same (as my actual role). It would be just that we didn’t have to fight so hard
for it, that I was respected as someone who wasn’t there to make things more difficult.

8.4.2.2 Experiencing hostility from health practitioners
Engaging in high intensity patient-safety caring, involving assertive and sometimes aggressive
actions, meant carers sometimes experienced hostility from health practitioners. Experiences of
hostility included sensing the health practitioner’s disapproval, being told by the medical team
not to intervene in the patient’s care and treatment, making the carer feel guilty and
experiencing conflict.
Disapproval from health practitioners was a common complaint of carers who engaged in high
intensity patient safety actions. For instance, when Susan demanded the staff use clean gloves
when they suctioned her husband’s tracheostomy, rather than gloves that had been dropped on
the floor, she sensed the nurses were taken aback. In a further example, Georgia observed a
nurse rolling her eyes when she demanded her mother’s blood sugar be checked before, rather
than after, she was given insulin (Georgia’s mother was only on insulin as-needed, implying pretesting).
In a particularly extreme case, Sam was told to stop intervening when he defied the doctor’s
orders his wife, Brenda, remain nil by mouth (as part of an end-of-life care plan). Sam perceived
the doctors wanted to let Brenda die, against her wishes, through refusing to give her active
treatment and nutrition. Thus, he started taking his own food and drink into the hospital and
assisting his wife to eat and drink. When the doctors were alerted to his defiance, he was told to
“butt out”. Sam felt the opposition to his actions was a result of the staff wanting to control the
decisions about his wife’s treatment rather than allowing him to contribute:
I’m just not a staff member. I may be family and everyone’s sweet to me but that’s not the point.
They want to be the ones who manage Brenda and I can come and say “Hi” and “How are you
going” and all the rest of the nice stuff. But take (them) on?

A couple of carers who demanded a particular safety action be taken also had the experience of
staff trying to persuade them to change their mind by making them feel guilty about their action.
For example, Kelly wanted her daughter to stay in hospital an extra night after she had been
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critically unwell. Earlier in the admission, the staff had communicated to Kelly it was unlikely her
daughter would survive the admission. However a couple of days later, when her daughter was
no longer critical, the staff decided they wanted to discharge her home. Because Kelly did not
feel confident her daughter was well enough to be discharged, she demanded the staff let her
stay for another night. The staff reluctantly agreed to let her stay a further night, but outlined
the perceived risks of such a move:
And (the doctor) said “Well, okay, you can have another night here but you need to be aware
that, whilst she’s here, she could pick up another bug or something from the hospital.” And I just
sort of looked at her and said “Oh okay. That’s great [said sarcastically]. Thank you.”

Hostility from the staff was also experienced when participants expressed anger about a safety
issue to staff. Hostility occurred in the form of anger and denial. For example, when Natalie got
angry with her father’s doctor when he tried to discharge her father when he was still seriously
unwell, Natalie perceived the doctor became defensive, and that his colleagues colluded to call
him away from the confrontation. And when Nina spoke sharply to a nurse who kept putting
blankets on her daughter, Alison, who was at risk of overheating, she received a terse response:
And I said “Look, she doesn’t need a hot blanket. You know, she has heat reg(ulation problems)”
and she just turned around and snapped at me “Well she’s got a mouth! She can tell me that!”
And that’s exactly how she said it. And I said “Well, actually, she can’t. She has trouble
communicating.” And she got really, and she sort of huffed away and got really [expletive] with
us.

8.5 Summary
Wrestling for control represented the highest intensity of patient-safety caring. At this level,
carers distrusted health practitioners due to past adverse events or poor management of the
carer’s concerns of imminent serious harm. This distrust led carers to engage in a wide range of
actions, many of which involved making demands and confronting the staff. Although high
intensity patient-safety caring was the most effective in terms of preventing adverse events for
the patient, it had negative impacts on the carer through feelings of frustration at the need to
take responsibility for safety, and experiencing hostility from the staff. The consequences of
wrestling for control contrasted with those of lower levels of patient-safety caring. Although at
lower levels, there were negative consequences for carers for either not doing enough (feeling
guilty when an error occurred) or being proactive (taking personal responsibility for safety),
when they wrestled for control they still experienced negative consequences even though they
actually achieved a positive outcome: protecting the patient from harm.
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Chapter 9: Factors accelerating, delaying or impeding the process

9.1 Introduction
There were a number of factors that could accelerate, delay or impede a carer’s journey through
the process of patient-safety caring. These factors were not sufficient in themselves for a carer
to change their intensity of patient-safety caring. However, they sometimes provided an extra
push to take (accelerate), delay, or pull back from (impede) safety action. In this chapter, I will
detail these factors, and provide data to show how they were developed. I will also demonstrate
how the factors affected different carers taking different types of safety actions.

9.2 Accelerating patient-safety caring
9.2.1 Perceiving the patient as particularly vulnerable
Perceiving the patient as particularly vulnerable in the hospital environment was an accelerator
for patient-safety caring. The reasons for perceiving the patient as particularly vulnerable
included the patient being confused, being in severe pain and being unable to communicate with
staff. For these patients, carers already felt a sense of responsibility to speak up for the patient
because they often had difficulty communicating their basic needs, much less their safety
concerns.
Several of the carers in the study supported patients who had communication disabilities.
Communication disabilities often affected the patient’s understanding of language as well as
their ability to express themselves verbally. Carers of these patients perceived their relatives to
be vulnerable and at risk of “being swept up in the hospital system”. For example, Kelly
explained about her daughter:
And just not being able to say what’s up whereas I mean she doesn’t have any speech but I can
understand what’s up with her, of course. Like anyone that sort of spends a bit of time with her
would get it. So I guess the communication issue would be a big deal.

Patients who were in a state of confusion were also seen as vulnerable by carers. The confusion
may have been related to the underlying condition, the acute nature of the illness or due to an
underlying cognitive impairment, such as dementia. Carers of patients who were confused were
concerned they may not give the staff correct information (such as medical history, medications
etc.) or notice errors in their care, therefore they took responsibility for these tasks. Fran, whose
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husband was confused due to renal problems, was concerned about her husband’s ability to
question his treatment and comprehend the decisions being made about his care. Thus, she felt
more responsibility to find out information on his behalf:
And, when (patients with renal problems) get really sick, they’re not really able to, I don’t want to
say ‘stand up for themselves’ because that sounds a bit aggressive, but they’re not able to
question things and really fully understand what’s happening enough that they can pass on
what’s happening to other people, to carers.

Patients with cognitive impairments were sometimes less able to notice mistakes in their care
and take action to rectify them. For example, Danielle needed to intervene to stop her brother
being put onto an addictive painkiller, which he had been prescribed in the past, as her brother
was not aware he had been on the painkiller before (and had problems with it). She contrasted
needing to be there for her brother, compared to being there for her husband. She felt it was
more important to be there with her brother, because her husband could raise concerns himself,
whereas her brother could not.
Other types of patients considered particularly vulnerable by carers included patients who were
already very frail (such as Georgia or Sally’s mother), those who were exhausted (such as
Felicity’s partner) or those who were reluctant to speak up about problems in their care (such as
Ursula’s father-in-law).

9.2.2 Feeling confident in own knowledge
When a carer felt confident in their own knowledge about the patient’s condition, they found it
easier to become proactive when the need arose. Feeling confident was not limited to those
with a biomedical background. Others, without a biomedical background, felt their experience in
hospitals, and knowledge of the patient’s condition, meant they were better qualified than the
medical staff to judge when the patient’s safety was under threat.
Natalie, for example, felt her “experience qualifications” gained through extensive interaction
with the hospital system and caring for others, were equivalent to health practitioners’ formal
qualifications. When a doctor insisted he was better qualified than Natalie to determine where
an intravenous line for her son should be sited, Natalie said to him: “You might have written
qualifications but I’ve got practical qualification(s). I’ve got experience qualifications so you
choose which ones you want to take.”
In a further example, Ken, who was not a health practitioner, but had conducted extensive
research about his wife’s medical condition, felt he knew more than the doctors about treating
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his wife’s chronic pain. Having this knowledge helped Ken to feel less intimidated when
challenging doctors:
There’s a lot of “Me doctor, you patient, you do as you’re told” going on. And when it’s “Me
doctor, you patient”, no, “Actually, I’m not doing that because I know more than you do, that
just, forget it.”

The experiences of Natalie and Ken above contrast with Erin, who did not feel confident in her
knowledge, and therefore found it much more challenging to speak up about safety concerns.
Erin did not feel the surgeon should have operated on her husband for possible kidney stones
(which were not found). She felt the surgeon should have conducted more tests prior to
undertaking the surgery. However, she was unsure whether to raise this concern, given it was
based on a “gut feeling” rather than professional expertise:
And you don’t feel like you should be pressing (the concern) because they’re the professionals
and you’re not. And that’s the worst thing. It’s just really awkward because they really don’t think
that you know what you’re talking about. And, you know, you really don’t but you have like a gut
feeling that tells you ‘Hang on, this is important.’

For those carers with biomedical qualifications, it was also easier to speak up in the hospital
environment, since they knew the system and felt less intimidated. For example, when I asked
Diaz, who was a social worker by background, how he would feel raising concerns, compared to
his mother, he responded “Oh (it would be) much easier for my sister and my brother and I,
because we all, you know, we’re all in the medical world.”
Thus, the confidence that accelerated patient-safety caring came from a variety of sources,
including professional qualifications, previous hospital experiences and in-depth knowledge of
the patient’s medical condition.

9.2.3 Being encouraged to take action
Encouragement by family and friends helped carers feel more comfortable becoming proactive
about safety issues. For example, when Fran was not sure whether she should ask for input from
the renal department about her husband, who was a kidney transplant recipient and having
spinal surgery, one of her friends provided vital persuasion:
I spoke to a friend of mine whose husband is also a renal patient and she said “Fran, don’t
hesitate.” She said “You’ve got feelings telling you what to do. Follow it!” She said “Contact the
renal ward and get them involved” because, by this stage he’d been in hospital two, three days
and he still had not been seen by anybody in the renal ward.
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9.3 Delaying patient-safety caring
9.3.1 Picking your battles
Picking your battles meant carers deliberated on whether or not they should raise concerns
before they actually raised them. Because critical aspects of the patient’s treatment and safety
were dependent on the staff, carers were reluctant to risk annoying or angering the staff by
raising concerns unnecessarily. Perceived negative impacts for the patient of annoying the staff
ranged from the staff neglecting or ignoring the patient to treating the patient unkindly.
Carers were less inclined to raise a safety concern when they perceived they could not achieve a
positive outcome. For example, Diaz was influenced in his decision not to query the doctor’s
decision to prescribe an antipsychotic medication for his father when he felt it would not help
his father:
It seemed a battle too far, you know. I don’t think it would have done Dad any good.

Experiencing a negative reaction about raising a concern sometimes resulted in the carer being
reluctant to raise further concerns. For example, when Georgia observed a negative reaction
after she spoke up about concerns in her mother’s care, she decided her mother was too
vulnerable for her to risk upsetting the staff:
There (were) a couple of times when I said “I’m sorry, this is not actually okay” I could see people
go out to the nursing desk and then people sort of have a conversation, and there’d be eyes
looking up, and that sort of stuff. And I mean I just felt she was too vulnerable for that sort of
thing, do you know what I mean, to run a risk that any of that could go wrong? Even just from
negligence, like from just, when I say ‘negligence’, I don’t mean negligence in the legal sense; I
just mean from them not paying attention to her.

Carers’ fears about the negative implications for the patient of getting the staff offside were
mainly anticipated, rather than actual. However, a couple of participants did have direct
experience of negative consequences for the patient. For example, Susan reported one of the
nurses she had complained about previously deliberately avoided her husband’s room, even
when the nurse was rostered to look after him. Perceiving this avoidance, Susan decided she
would only ask for help from the nurse when it was essential. Wendy also experienced negative
consequences when she was critical of a staff member who spoke roughly with her son. After
this occurred, Wendy’s son was admonished by the Nurse Unit Manager (NUM), who told him it
was the NUM’s job to determine who nursed him, and not his.
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9.3.2 Becoming exhausted
Becoming exhausted as a result of caring for the patient during their hospital admission
sometimes delayed patient-safety caring. For example, when Fran became fatigued caring for
her husband while he was in hospital (she was also running the family business), she put
boundaries around others’ expectations of when she should be at the hospital, especially for
unpredictable hospital events. She said:
So (for my son who is an ICU nurse) to suddenly be saying “Mum, you need to be there first thing
in the morning” no, that just doesn’t always work, sorry. You know, if you’ve come home at eight,
nine o’clock at night, you can’t always be there first thing in the morning and hang around [Yes]
from maybe half-past seven or eight o’clock in the morning ’til midday [Yep] if you don’t know
when the doctor’s round’s going to be.

Kristin also became exhausted when she was supporting her elderly mother, who had
schizophrenia, during a hospitalisation for a broken hip. Because the only bed available was in
the maternity ward, Kristin’s mother was placed there. As Kristin’s mother would become
agitated when she was not in attendance, the staff regularly phoned her in the middle of the
night requesting she return to the hospital. After a while, Kristin’s daughter started substituting
for Kristin at the hospital so her mother could rest.

9.3.3 Being there less
Being at the hospital less (either in frequency or duration) sometimes led to delays in the
process of patient-safety caring. Spending less time at the hospital meant carers were not
provided with as many opportunities to intervene to protect the patient, and were less exposed
to hospital processes (and therefore the gaps in them). Reasons for the carer being there less
included needing to work, perceiving the patient could advocate for themselves, caring for other
family members, managing the carer’s own health issues or having difficulty finding transport to
the hospital.

9.4 Impeding patient-safety caring
9.4.1 Accessing staff
Not being able to access staff impeded carers’ engagement in patient-safety caring. Participants
who perceived health practitioners were rushed or unavailable were less inclined to ask
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questions or raise concerns about the patient’s treatment. For example, Kristin perceived her
mother’s consultant implied she was too busy to answer questions:
(The consultant) was always in a hurry and she knew what she was doing. Like to sort of say to
you “Stop asking questions.”

It was also difficult to access information from staff who were not responsible for making
particular decisions. This impeded the carer’s ability to make informed decisions about the
patient’s treatment and educate the staff about the patient. For example, when Ursula wanted
to access information about her father-in-law’s medications, the nurse was unable to answer her
questions satisfactorily. This lack of information made it difficult for Ursula and her family to
gauge her father-in-law’s progress or detect deterioration. She said:
And the nurse would say to us “Well, he’s written up for this (medication), this, that and the
other” but that didn’t necessarily mean he was taking all of those things, it just meant it was on
his list of things that the doctor had approved for him to take. So, we found it hard to know what
medications he was taking at any one time, and often there was concern about whether or not he
was taking antibiotics or not, and the family didn’t know: was he being treated with an antibiotic
for a supposed infection or not? You know, was it the cancer or was it an infection that was
affecting his ability to breathe?

9.4.2 Being discouraged by others
When the patient or other family members did not want the carer to give the staff particular
information relevant to their care, or to raise a specific concern, the carer usually desisted from
taking action. An example of a carer who withheld information from staff at the patient’s
request was Rachel. Rachel deliberately did not notify the staff about her concerns her mother’s
mental health was deteriorating when she was nearing the end of an admission in a mental
health unit:
By the time of the end of the first hospitalisation, (my mother) had a complete breakdown but
she wouldn’t tell (the staff) that. She wouldn’t let me tell them that and they couldn’t see it. So
she came home and went to bed, and then she stayed in bed for three weeks. And she was just a
quivering mass of sweat the whole time. She just really was a mess.

Some patients were also reluctant for carers to raise issues that were potentially sensitive for
the staff as they were concerned their care may be affected. For example, Diana’s son asked her
not to raise concerns about how he developed bruises in the HDU of the mental health ward:

140

We think (the cause of my son’s bruises) was probably a nurse but he said to me “Look Mum” he
said “I don’t know” he said “I haven’t got a good memory of it. You know, they had me on heavy
medication.” He said “We’ll probably just never find out what really happened.” And he wasn’t
too damaged. He had a bruise on his face but he wasn’t too damaged. So, no, so sometimes you
just let things drop.

Tension sometimes existed when carers wanted to raise an issue but the patient did not want
the carer to act. This suggests carers and patients sometimes had different perceptions of when
concerns should be raised. A minority of carers said, in some cases, they would still raise a
concern, even if the patient did not support their action. These situations generally involved
concerns the carer regarded as serious threats to the patient’s safety.
When other family members did not want concerns raised, they could also act as a barrier to the
carer’s safety contribution. Family members disagreed about whether the carer was justified in
raising a particular concern or whether speaking up would have negative implications for the
patient’s treatment. For example, Tracey wanted to reveal her brother’s positive vancomycinresistant enterococcus status to the staff, to avoid other patients being put at-risk, but other
family members felt this would result in him receiving less prompt care and treatment (due to
being in an isolation cubicle). Thus, she did not reveal his status.

9.4.3 Perceiving self as a barrier
A couple of participants perceived their presence on the ward impeded the patient’s safety by
preventing the staff from understanding the patient’s actual care needs. In this way, they felt
their presence was a barrier to the patient receiving adequate attention from the staff and
therefore placed them at further risk of safety incidents. However, these participants faced a
‘catch 22’ situation. They stayed with the patient because they perceived they were not safe
unless they were there, but by being there, they created a safety risk. For example, Therese,
whose mother had dementia, stated:
In the hospital situation, if I’m there and the shifts are changing, and I’m just sort of looking after
her, they just think “Well she’s a patient and her daughter’s there feeding her, and she’s fine.”
They don’t realise the level of incapacity she has until I actually am not there.

This quotation illustrates Therese felt the severity of her mother’s ill health was somewhat
masked by her presence, as it meant the nurses did not need to spend as much time with her.
Therese felt a conflict between protecting her mother from harm by being there, and stopping
the health practitioners understanding the extent of her mother’s behavioural issues:
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You can be a barrier and you can sort of … but you can also be a conduit. You can be both and it’s
really difficult sometimes to know, if you intervene or you speak, whether you’re actually helping
the situation.

9.5 Summary
This chapter has addressed the main factors accelerating, delaying or impeding the carer’s
journey through the process of patient-safety caring. The factors provided additional impetus for
carers to act, or refrain from acting to enhance the patient’s safety. The main accelerators of
action were perceiving the patient as particularly vulnerable and feeling confident in the carer’s
own knowledge. Carers influenced by these accelerating factors generally became proactive in
their safety actions more quickly than others. The main issues delaying patient-safety caring
were picking your battles and being there less. Picking your battles stemmed from a concern the
staff would react negatively if the carer raised concerns unnecessarily, and therefore each
concern should be evaluated carefully prior to action. When carers were there less, they had less
opportunity to contribute to patient safety or observe gaps in hospital processes. The most
significant impediment of patient-safety caring was difficulty accessing staff to ask questions or
clarify the patient’s treatment trajectory. This resulted in the carer being unsure whether they
needed to raise concerns or not.
This chapter has concluded the Results chapters. Next, in the Discussion, I will explain how the
Constructivist Grounded Theory of patient-safety caring is positioned within the context of
current research, and the insights offered by the theory for improving patient safety policy and
practice. The strengths and limitations of this research will also be discussed.

142

Chapter 10:

Discussion

10.1 Introduction
In this chapter, I will critically examine the contribution of my research to the fields of patient
safety research, policy and practice. The chapter begins by summarising the Constructivist
Grounded Theory of patient-safety caring presented in the results chapters (Chapters 5 to 9) and
drawing out the most important findings from the interpreted data. Key findings were that
carers provided continuous and broad-spectrum protection from harm, that health practitioners
were critical in shaping carers’ safety contributions and that carers’ experienced both positive
and negative consequences from contributing to safety. These findings will initially be discussed
in the context of contemporary literature, focusing on how the research adds to the existing
evidence base. In the second half of the chapter, the implications of the findings for current
patient safety and policy are discussed, highlighting the importance of patient-centred care to
facilitating carers’ safety contributions. Finally, an analysis of the strengths and limitations of the
research is presented along with recommendations for future research.

10.2 Summary of results
This research used a Constructivist Grounded Theory methodology to address the following
question: how do carers contribute to the patient safety of their relatives in the hospital setting,
and how does their contribution change over time? Thirty-two individual, intensive interviews
were conducted with carers who had patient safety concerns for their relatives from a recent
hospital stay. It was found that carers played a unique and often significant role in acute
hospitals, engaging in the process of ‘patient-safety caring’.
The pre-conditions necessary for patient-safety caring were ‘being there’ with the patient, in
person or virtually, throughout the admission, and ‘knowing the person’. Being there for
extended periods meant carers learned experientially about possible safety risks in the hospital
environment and provided them with the opportunity to intervene to prevent errors or adverse
events. Knowing the person, rather than seeing them solely as a patient, equipped the carer with
in-depth knowledge of the person’s wishes and needs but also prior experience from assisting
the patient to manage the illness outside of any one particular hospital stay.
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When fulfilled concurrently, these pre-conditions created the context for carers to act on patient
safety. Carers detailed a multiplicity of examples in which they had intervened to protect the
patient from harm. These included identifying medication errors, preventing falls or the
development of pressure ulcers or wounds, recognising (and obtaining prompt action on) patient
deterioration, responding quickly to equipment failures, overcoming miscommunication
between staff, and ensuring health records were accurate. Additionally, they facilitated staff
understanding and appropriate caring of the person and assisted when complex decisions had to
be taken.
An appropriate analogy for capturing the protection offered by carers—given the breadth of
incidents recounted—is that carers engaging in patient-safety caring were providing broadspectrum protection. The analogy is of course to broad-spectrum antibiotics: those antibacterial,
antiviral or antifungal agents that are effective against a wide range of organisms and used in
situations where a general problem is recognised (infection) but without necessarily knowing
exactly what specific type (infective organism) of problem is occurring. Applied to patient safety,
broad-spectrum protection afforded by carers guards against the general problem (harm to
patient) without necessarily knowing exactly what specific hazard they may be exposed to. This
expands the prevailing understanding of carers’ contributions as primarily related to specific
safety hazards (such as falls or clinical deterioration) to one of safeguarding against a wide range
of hazards potentially present on the ward of an acute hospital.
From a Constructivist Grounded Theory analysis of the data, three categories of patient-safety
caring emerged, primarily distinguished from each other by the level of intensity involved. High
intensity patient-safety caring (wrestling for control) was associated with distrust in health
practitioners to keep the patient safe and a high sense of personal responsibility, medium
intensity caring (being proactive about safety) involved wariness towards health practitioners
and assumption of some personal responsibility for safety, whereas low intensity caring
(contributing without concern) was associated with higher levels of trust and lower levels of
personal responsibility.
Over the course of one and/or multiple admissions, carers could stay at the same intensity level
or move between intensity levels dependent on certain conditions. Conditions that moved
people from a low intensity to medium intensity included:
•

Encountering unresolved safety concerns during the admission.

•

Experiencing multiple safety concerns during the admission.

•

Perceiving the patient was at risk of serious harm.

•

Knowing the gaps in hospital processes.
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Moving from a medium to high intensity contribution involved:
•

Perceiving the staff were failing to resolve a threat of imminent and serious harm to the
patient.

•

Experiencing harm.

Most of these conditions related to the role of health practitioners and their responses to
concerns raised by the carer. When a carer felt their safety concerns were not being addressed
or taken seriously, they generally increased their intensity of patient-safety caring. In addition,
staff’s responses were also important in delaying or impeding carers’ safety contributions. Carers
were often wary of getting the staff offside and therefore tended to raise only those concerns
they considered most important. In addition, the biggest impediment to engaging in patientsafety caring was difficulty accessing the staff to raise concerns or exchange information. Thus,
staff’s responses were critical in shaping carers’ safety contribution.
The theory also showed carers’ experienced both positive and negative consequences of
engaging in patient-safety caring. Although carers engaged at the highest intensity level
perceived their efforts resulted in improved protection from harm for patients, it often came at
a cost to carers themselves and their interactions with health practitioners. Carers at lower
levels of intensity also experienced negative consequences of engaging in patient-safety caring
including feeling guilty when an error occurred or feeling increased personal responsibility for
patient safety.

10.3 Main findings in the context of contemporary literature
10.3.1 Carers provided continuous and broad-spectrum protection from harm
The research showed that many carers provided continuous, broad-spectrum protection against
a gamut of harms during the patient’s hospitalisation. Similar to the protection afforded by
broad-spectrum antibiotics, carers protected the patient against a range of potential harms
across the admission including medication errors, falls, equipment failures and communication
errors. This finding, although focused specifically on carers, contributes to the broader literature
on patient and family involvement in safety which tends to focus on what patients and family
members could, or would be willing to do for safety, rather than what they are actually doing
(Davis et al., 2012; Maurer, Dardess, Carman, Frazier, & Smeeding, 2012; Schwappach, 2010). In
addition, the existing literature also focuses on engaging patients and family members to
prevent specific safety hazards, such as clinical deterioration (Bogert, Ferrell, & Rutledge, 2010;
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Gerdik et al., 2010) or falls (Jeske et al., 2006) rather than regarding them as potential protectors
against a range of errors.
The carers in this study, who knew the patient well and spent extended periods at their bedsides
or were regularly in touch, were ideally positioned to notice gaps in care and potential safety
hazards. It was experience, rather than formal training or a specific safety intervention, that
taught carers about vulnerabilities in the ward’s communication systems that could lead to
errors, such as realising their knowledge of the patient would not necessarily be passed between
staff, that they were unlikely to be involved in decision-making unless they attended ward
rounds, or that nurses could not always provide the level of supervision needed to keep the
patient safe (often the consequence of short-staffing by the hospital). Carers’ learning about
gaps in hospital processes represents an important form of lay knowledge developed by carers in
relation to their experience of the patient’s hospitalisation (Popay & Williams, 2006). Although
carers generally entered the system with high levels of trust, they gradually became aware of the
gaps and realised they needed to start taking action to address them. If the health system
wouldn't keep the patient safe, then who else would? Many carers did not want to become
proactive, but they learnt that if they didn't, the patient could (and sometimes did) experience
dire consequences.
10.3.1.1 Carers’ safety contributions were underpinned by ‘knowing the person’ and ‘being there’
Unlike health practitioners who knew the ‘patient’, the carers in the study had an in-depth
knowledge of the unique ‘person’. This knowledge stemmed from their everyday experiences
with the patient, often shared over long periods of time, rather than formal qualifications. While
the literature review showed carers’ unique knowledge shaped specific safety actions, such as
providing unique information and advocating for the patient (Gibbs et al., 2008; Hemsley et al.,
2008; Hemsley et al., 2013; Lam & Beaulieu, 2004; Lindhardt et al.; Manias, 2015; Rainey et al.,
2015; Rathert et al., 2011; Webber et al., 2010), this current study demonstrated that such
knowledge was a pre-condition for their entire safety contribution. For example, carers used
their knowledge as the basis of such actions as intervening to stop a medication error, correcting
an incorrect handover, or challenging early discharge when they perceived the patient had not
fully recovered. The integral role of knowing the person was likely to have emerged in this study
more prominently than previous studies, as the current study provided an in-depth
understanding of the process of carers’ patient safety contributions. Understanding the process,
and the different actions and intensities occurring at each level, allowed for the importance of
carers’ unique knowledge to be identified and its relationship to their patient safety contribution
to be ascertained.
146

The importance of knowing the person extends our understanding from previous research about
the role of carers’ experiential knowledge in health care, by highlighting the value of this
knowledge within the patient safety context. Applying the terminology of Harvath et al. (1994),
carers’ local knowledge, which was developed through shared experiences in everyday life with
the person, was useful for protecting them from harm. This local knowledge was different to the
cosmopolitan knowledge of health practitioners, who relied on their formal educational
qualifications to prevent harm. The results of the study also extend research by Galvin et al.
(2005) who conceptualised that carers could provide a bridge between the private world of the
patient, and the public world of the hospital, by demonstrating how that bridge can relate
specifically to keeping the patient safe from harm.
Many carers in the current study spent extended periods of time at the bedsides of their
relatives throughout the admission. This finding is similar to other studies in which carers
maintained a vigil by the patient’s bedside (Auslander, 2011; Carr & Fogarty, 1999; Li, 2005). In
Chapter 3, the literature review identified several studies that demonstrated carers perceived
being there served a particular safety purpose (Hemsley & Balandin, 2004; Hemsley et al., 2008;
Hemsley et al., 2013; Lindhardt et al., 2006). The current study adds to the existing research by
specifying the mechanisms through which being there provides protection from harm. Firstly,
being there provided opportunities for carers to learn about possible safety risks through
experiential learning in the hospital environment, and secondly, it provided the opportunity to
intervene to prevent medical errors and adverse events. In addition, the study also found being
there could be virtual, meaning regular phone contact with the patient could serve a similar
safety function to physical presence.
Being there for long periods meant the carer was well positioned to witness more of the
patient’s care than possibly any of the health practitioners. This provided the opportunity to
identify errors in continuity of care, or detect when planned events had not taken place. Carers
used strategies such as ‘making information visible’ to compensate for safety gaps they observed
through being there. They did this by adapting communication modes used by the hospital for
their own purposes, such as writing on the patient’s whiteboard, putting up signs above the bed
or putting important messages on sticky notes on the front of the health record. Most innovative
was the strategy of sending postcards to the hospital with safety messages included, which were
addressed to the patient but meant for the staff. Overall, many carers showed a sound ability to
learn each hospital’s routines, such as the timing of handover of shifts or medication rounds, and
could take advantage of this knowledge to assist in keeping the patient safe, indicating a
tremendous ability to adapt their safety contribution to the particular hospital context in which
they and the patient found themselves.
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In a counterintuitive result, a few carers perceived being with the patient for long periods of
time as potentially impacting negatively on the patient’s safety. These particular carers felt their
constant presence led to the patient being monitored less by the nursing staff and therefore put
the patient at higher risk of harm. Although there is previous research suggesting carers or
family members can be a barrier to safety, these studies are from the perspective of health
practitioners, and present family members as directly causing specific safety incidents (such as
falls or equipment malfunction) (Tzeng & Yin, 2007, 2009; Wall & Kautz, 2011). In contrast, the
carers in the current research were suggesting their presence encouraged health practitioners
inadvertently to take less responsibility for the patient and their safety. Carers’ perceptions of
their presence as a barrier to safe care could be explored further in future research.
10.3.1.2 Carers contribute with different intensities of action
It was found carers engaged in patient-safety caring at different intensities. Rather than being a
homogenous group who all contributed to safety in the same way, carers exhibited very
different safety actions. Some carers continued challenging in the face of staff opposition
whereas others gave up. Some engaged in multiple safety actions while others were more
limited in their contribution. Other carers made radical decisions about the patient’s care (for
example, arranging for their discharge or demanding pain relief be stopped) against the advice
of staff while others reluctantly acceded to the recommendations of the medical team. In
addition, the intensity of individual carer’s patient-safety caring could also change as the carer
and patient accumulated different hospital experiences.
Consistent with the constant comparative method of Constructivist Grounded Theory (Charmaz,
2014), a substantial part of the analysis focused on gaining an insight into both the differences
between carers, and also within carers from one point in the hospital admission to another. As a
result, the analysis yielded conditions faced by certain carers that helped to explain why
differences existed. These conditions included encountering unresolved safety concerns during
the admission, perceiving the patient was at risk of serious harm, perceiving the staff were
failing to resolve a threat of imminent and serious harm to the patient and experiencing harm.
When faced with these conditions, carers often responded by losing trust in the staff to keep the
patient safe, and becoming more proactive in their own safety role. Levels of trust as a critical
influence on carers’ patient safety actions is consistent with Gilson’s (2003, p. 1453) view that
“Health systems are inherently relational and so many of the most critical challenges for health
systems are relationship and behaviour problems”. The existing literature shows lower levels of
trust could lead to greater involvement in patient safety from carers. In particular, having less
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trust in health practitioners was linked with reports of needing to be present to a greater extent
on the ward (Rainey et. al., 2015; Iacono & Davis, 2003). The results of the current study extend
the existing literature by demonstrating that, as well as an increase in being there, loss of trust
led carers to become more assertive in their attempts to protect the patient. As they lost trust,
carers began to challenge staff, ask for meetings, request safety actions, and, if they were
sufficiently concerned, wrestle for control. In this way, rather than solely engaging in increased
presence as protection, carers also changed their safety actions to become more assertive.
The different levels of trust felt by different carers, or the same carer at different points during
the hospitalisation, are illuminated by drawing from the existing literature about trust in the
healthcare system. In particular, conceptualisations of different levels of trust between the
patient and health practitioner developed by Hall et al (2001) resonate with the experiences of
carers in the current study. For carers in the ‘contributing without concern’ group, who were
primarily those who had not used the health system much previously, their level of trust could
be described as equivalent to the concept of ‘blind trust’ (Hall et al., 2001). Blind trust exists
when people have limited experience of the health system themselves, and therefore draw their
perceptions from general societal attitudes towards doctors and hospitals. In contrast, those in
the ‘being proactive about safety’ intensity level, fitted with the concept of ‘trust but verify’ (Hall
et al., 2001). This involved carers who were wary of health practitioners, and looked for
verification the health practitioner could keep the patient safe. Finally, carers who were
‘wrestling for control’, experienced a form of ‘distrust’ (Hall et al., 2001). This was the opposite
of trust, meaning carers were pessimistic about the staff’s motivation to act in the person’s best
interests, and thus were anxious about the expected results.
Though trust, once lost, was hard to regain, there were instances in the research where carers
reduced the intensity of their patient-safety caring when the setting changed. In particular, when
one participant’s mother was on the rehabilitation ward, she was very anxious about her
mother’s care, due to her lack of trust in the competence of the nurses. However, when her
mother was transferred to the intensive care unit, the participant perceived the nurses were
highly skilled and therefore felt confident they would provide safe care for her mother. This
highlights that positive experiences of the patient’s care can potentially make a difference to
carers’ levels of trust, and that distrust may be particularly tied to certain locations or
circumstances. This was also shown with another participant who discharged her daughter from
one hospital and immediately got her admitted to another. As soon as the participant observed
the staff taking care of her daughter and taking her condition seriously, she felt better about the
care provided. This shows that although carers who have had negative experiences may be very
wary of hospitals, a carer’s feeling of trust may be regained by staff who listen to their concerns,
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and who provide a sufficient level of safe vigilance (though the latter in particular may be
dependent on staffing levels).
10.3.1.3 Carers use a range of safety actions to protect the patient
Given this research is, to my knowledge, the first to provide an in-depth exploration of the
process of patient-safety caring, it is not surprising that many of the actions undertaken by
carers, with varying intensities, build on and expand the major and minor themes found in the
literature review in Chapter 3. In Table 10-1 below, I have compared the themes related to
patient safety actions from the literature review (advocating for appropriate treatment, being a
watchdog, monitoring the patient and facilitating the patient’s involvement in safety) with the
actions found in the current study’s actions at different intensities of patient-safety caring.
Table 10-1 Comparison of patient safety actions from the literature review with the current study
Intensity level and actions
Literature review
theme

Advocating for
appropriate treatment

Contributing without
concern
•
•

Being proactive about
safety

Alerting the staff
Awaiting treatment
decisions

•
•

Wrestling for control

Pursuing safety
hazards
Participating in
treatment
decisions
Keeping treatment
trajectory on track

•
•

Fighting for action
Taking control of
treatment
decisions

•

Overseeing the
treatment
trajectory

Being a watchdog

•

Nil

•

Monitoring the patient

•

Monitoring the
patient

•

Monitoring for
safety hazards

•

Monitoring for
harm

Facilitating the
patient’s involvement
in safety

•

Nil

•

Facilitating the
patient’s
involvement in
safety

•

Facilitating the
patient’s
involvement in
safety

The table shows carers’ safety actions as analysed in the current study extend and expand on the
themes found in the literature review by providing more detail and nuance about the different
actions and intensity levels that relate to each theme. In particular, the in-depth data obtained in
the current study meant there were two separate but interrelated sets of actions that fitted
within the ‘advocating for appropriate treatment’ theme. The first set related to how carers
raised safety concerns with the staff (alerting the staff, pursuing safety hazards and fighting for
actions). The second referred to how carers were involved in treatment decisions (awaiting
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treatment decisions, participating in treatment decisions and taking control of treatment
decisions). Both of these sets of actions involved advocating for appropriate treatment, from the
carers’ perspective.
Monitoring the patient was definitely a key set of actions for carers in this study. Given the
centrality of monitoring the patient for safety, it is interesting the theme emerged in the
literature review only in studies involving family members, or carers and family members in
mixed populations. A possible reason for this difference is that the current study showed being
there was closely linked with monitoring the patient. Thus, actions associated with monitoring
the patient in the literature review could also have been categorised as being there. In any case,
the findings of the current study affirm, at all levels of safety intensity, carers engaged in some
form of monitoring of the patient.
The theme of being a watchdog was supported by the current study, but only at higher levels of
safety intensity (being proactive about safety and wrestling for control). This is perhaps
unsurprising as it is likely the need to engage in a watchdog role requires some loss of trust in
the staff to perform their jobs competently. Such a loss of trust was only found in this study at
the higher levels of intensity of patient-safety caring.
Facilitating the patient’s involvement in safety was present at medium and higher intensity levels
of patient-safety caring. As part of this action, carers assisted the patient to give accurate
information, supported the patient to make treatment decisions, encouraged the patient to ask
for help and mediated between the patient and the staff. This is an important set of actions
because the carer is encouraging promotion of the patient’s autonomy as well as facilitating an
extra line of defence against errors. Facilitating the patient’s involvement in safety was a minor
theme in the literature review, emerging from Hemsley and Balandin’s (2004) study involving
carers of patients with complex communication needs. The results of the current study suggest
this action extends beyond people with complex communication needs to also include people
with temporary or permanent cognitive impairments, as well as patients who find it particularly
difficult to be assertive in the hospital environment.
In addition, there were a number of factors that accelerated, delayed or impeded patient-safety
caring. The main accelerators of patient-safety caring were perceiving the patient was
particularly vulnerable, and feeling confident in the carer’s own knowledge. These factors
suggest hospital policies for vulnerable patients, including those with communication needs,
cognitive impairments or frailty; are necessary to ensure these patients are given additional
support to stay safe in hospital, and reassure the carer their needs are being met. In a positive
151

development, the draft of the revised National Standards will include a Comprehensive Care
Standard that includes provision of strategies for identifying people with cognitive impairments
and putting strategies in place to manage their safety risks (Australian Commission on Safety and
Quality in Health Care, 2016). Under the Governance standard, there is also a provision that the
health service “identifies groups of patients using its services who are at higher risk of harm”
(Australian Commission on Safety and Quality in Health Care, 2016, p. 13).

10.3.2 Health practitioners’ responses were critical in shaping carers’ safety contributions
Carers’ perceptions that health practitioners often did not listen to their safety concerns were a
critical component in increasing the intensity of patient-safety caring. When safety concerns
were raised with the staff but they were not resolved, many carers started to lose trust. This
sometimes prompted carers to move from a low to medium intensity of patient-safety caring.
Similarly, when carers felt their serious safety concerns were being ignored, they were more
likely to move into the category of high intensity patient-safety caring. Carers’ perceptions and
experiences of not having their safety concerns heeded are supported by existing patient safety
literature (Gibbs et al., 2008; Hovey et al., 2011; Iedema, Allen, Britton, & Gallagher, 2012;
Webber et al., 2010).
In the absence of interviewing staff, the lens of symbolic interactionism provides a possible
explanation for staff members’ unsupportive responses. Symbolic interactionism maintains that
people act towards things based on the meaning things have for them, and people can have
different meanings for the same thing. Thus, a possible explanation is that staff viewed concerns
raised by carers as less clinically significant than carers themselves, and therefore did not feel
they required addressing or resolution. Given health practitioners are constantly required to
triage the needs of multiple patients compared to carers, who are focused solely only on their
relative, it is possible they may afford a different priority level to the issues raised. In addition,
previous research has shown patients and carers have a broader view of safety than health
practitioners (Harrison et al., 2015; Vincent, 2010). Therefore staff may not consider carers’
concerns as actually related to safety, and therefore regard them as less urgent.
Another reason carers may have perceived staff’s responses as unsupportive may have been
because health practitioners viewed carers as less legitimate sources of safety information.
Because the biomedical model privileges formal education above experiential learning, health
practitioners may not regard carers as qualified to identify and raise safety concerns (Popay &
Williams, 2006). Also, experiential knowledge has its limitations, as Prior (2003, p. 48) states:
“what is not experienced, is not known”. This is consistent with the study by Rainey et al. (2015)
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that showed patients and carers were unable to identify deterioration, such as a low platelet
count, that was not accompanied by new symptoms. In addition, when symptoms were present,
they had difficulty understanding if they were significant without assistance from health
practitioners. These limitations of lay expertise may sway health practitioners against viewing
carers’ safety contributions as legitimate.

10.3.3 Carers experienced both positive and negative consequences from engaging in
patient-safety caring
The consequences for carers who engaged in patient-safety caring were perhaps the most
important results of this research. Although I anticipated carers would make at least some
contribution to protecting the patient from harm, the high level of assertiveness needed by
carers to secure a positive safety outcome was unforeseen. In addition, I did not anticipate the
negative consequences for carers who engaged in patient-safety caring, particularly in terms of
the weight of personal responsibility they felt for the patient’s safety.
It was interesting to note the carers who were successful in protecting the patient from harm
were in the wrestling for control category. This demonstrated that carers needed to increase
their intensity to high to protect the patient from harm. This shows how potentially difficult it is
for carers to prevent errors, even when they can see them coming. The study showed carers
provided protection and buffering for the patient through preventing unnecessary pain and
suffering, preventing medical errors and adverse events, preventing premature death and
buffering harm caused by medical errors.
Needing to wrestle for control was highly stressful for the carer, in terms of their heightened
concern for the patient, and also the additional negative impacts on their relationships with the
staff. Carers understood health practitioners were vital to the well being of the patient,
particularly as most could not be with the patient the whole time. Carers generally did not want
to get offside with the staff, and respected their medical expertise. However, they struggled with
maintaining positive staff relationships when confronted with serious risks of imminent harm to
the patient. Given the carers who were the most assertive became that way only when the risk
to the patient was very high, it may show how reluctant the carers were in general to potentially
upset the staff. Carers’ concerns they would negatively affect their relationship with staff by
raising safety concerns are validated by the existing literature (Davis, Savvopoulou, Shergill,
Shergill, & Schwappach (2014).
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It could be argued that engaging at this level of intensity, whilst resulting in positive outcomes,
could also have introduced new risks, particularly to the patient and staff. A study carried out in
the paediatric setting demonstrated parents being rude to staff could have deleterious effects
on the performance of medical teams (Riskin et al., 2017). In addition, hospital staff already
experience significant rates of physical and verbal abuse in their workplace (Taylor & Rew, 2011).
A potential solution reducing the risk for all involved would be to engage with the carer’s
concerns earlier, before they reached the highest level of intensity of patient-safety caring. This
may be difficult for health practitioners who, as highly educated, experienced experts specialised
in their fields may understand the world differently from carers (Ho, 2009). Health practitioners
may need to shift their focus to view the situation from the carer’s perspective and spend more
time “in their shoes”. As Ho (2009, p. 500) states:
Such [an approach] involves the recognition that even as well-intended and highly experienced
professionals are trying to promote the patient’s best interests, clinical assessment is only part of
the story.

The high intensity of patient-safety caring required to yield positive outcomes may not be
sustainable for carers over the long term and should be considered in future research and policy.
In this study, some carers reported feeling “burnt out” by their hospital experiences. Others
talked about “giving up” with their pursuit of different safety hazards after they tried numerous
times to discuss them with staff without any action. Such cases illustrate the potential for carers’
efforts to strengthen patient safety being lost through the high effort versus (often) low success
ratio of their contribution.
The strong advocacy required by carers to protect the patient from harm also raises the issue of
the vulnerability of patients who do not have carers or significant others at their bedside over
the course of a hospital admission or whose carers cannot spend long periods of time being
there, such as in a long admission or when conflicting with other employment.
The data demonstrated many carers felt personally responsible for safety, which included feeling
anxious when leaving the patient alone, feeling guilty when the patient experienced an error and
feeling frustrated carers were doing the staff’s work. Delbanco and Bell (2007) and Rathert et al.
(2011) found similarly the ‘cost’ of personal responsibility, with feelings of anxiety when leaving
the patient alone in hospital and guilt following a medical error or adverse event.
The feeling of frustration by some carers that they are doing the work of the staff is a particularly
interesting finding. Although I could not locate a similar finding in the existing patient safety
literature, there is evidence in the broader field of carer contributions in the community setting
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that may apply. Ward-Griffin and McKeever (2000) conducted a critical ethnographic study,
involving 23 nurse-family member dyads that explored the relationships between community
nurses and family members providing home-based support to older persons in urban Canada.
The authors found carers were frustrated and resentful as the boundaries shifted and they were
gradually expected to take on the role of the nurse in the community. Family members
perceived they were given a high degree of responsibility and yet were still expected to defer to
and comply with the advice of health practitioners. However, there are obviously important
differences in the contexts between the Ward-Griffin and McKeever (2000) study and the
current research. In the community, an explicit part of the nurse’s role was to train the family
member to take on some level of medical care (such as giving injections). In my study, carers
perceived they were taking on safety management of the patient, when this role was never
explicitly (or even implicitly) transferred to them. Carers in the current study generally felt ill
equipped to manage safety concerns, and, particularly at first, did not envisage this as a part of
their role. This suggests carers were being required to take on responsibilities beyond their
expertise (Ward-Griffin & McKeever, 2000). Carers already felt they had enough to do in terms
of providing comfort and reassurance to the patient, and they generally did not want to take on
the responsibility of their safety too.
These findings are particularly notable given a key argument against involving consumers
(including carers) in safety systems is that such approaches risk shifting the responsibility for
safety from healthcare staff onto consumers (Lyons, 2007). The results of this research suggest,
though, that even in the absence of explicit encouragement to do so, some of the carers in this
study felt they needed to take responsibility for safety. They did not do this because they had a
choice, but because it was necessary. The current study found in response to certain conditions,
some carers would at least step in (without prompting) and fill the gaps. Perhaps then the
solution is to improve systems such that carers feel less responsible for the patient’s safety but
are listened to when they do perceive a problem. This suggests improvements in patient-centred
care, as suggested by Entwistle (2007), which encourage listening to carers, rather than
dismissing them, may assist carers to feel more empowered to discuss safety concerns with the
staff rather than needing to take unilateral action.
Carers, like patients, will always be a part of any hospital system, even if they are not recognised
with an official role. However, it is concerning that carers feel the patient’s safety is dependent
on them. Apart from the weight of personal responsibility this places on carers, as shown in my
study, there are also implications for those patients who do not have carers at all (and therefore
potentially no final barrier to harm). Carers’ valuable experiential knowledge means they are
uniquely able to fill gaps that emerge in the system, when they are there. However, it is
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concerning they are currently relied on to do this. It is the healthcare staff (and those in more
senior health positions) that should ultimately be responsible for the prevention of harm.

10.4 Implications for patient safety policy and practice
What changes could be made to promote carers’ contributions to safety in a way that would be
less harmful to carers themselves? There are a number of approaches and initiatives that could
make it easier for carers to contribute to safety without needing to take personal responsibility
for the patient’s safety.
The most important approach, particularly at the individual care level, is the further promotion
and adoption of the concept and practices of patient-centred care. According to the Institute for
Patient- and Family-Centered Care (2017), patient-centred care involves the following four
principles: dignity and respect, information sharing, participation and collaboration. In the
Australian context, patient-centred care is already encouraged by the Commission through the
Standards and the Charter of Healthcare Rights. Given the results of the study indicate policy is
ahead of practice, further work in this important area is warranted.
Firstly, further efforts to promote dignified and respectful care would help carers’ involvement in
patient safety through encouraging them to feel their unique knowledge of the patient is
recognised by health practitioners as a safety asset. If carers feel their safety contributions are
valued, it is likely they would feel more comfortable raising concerns and have more trust in the
staff to resolve their concerns.
Given many of the errors experienced in hospital relate to poor communication (Sutcliffe,
Lewton, & Rosenthal, 2004; Wong, Yee, & Turner, 2008), involving carers further in sharing
information could also be beneficial. Strategies that promote regular sharing of information
throughout the admission, with the patient’s consent, rather than just when the patient is
admitted or discharged, would provide carers with increased opportunities to prevent potential
medical errors, such as the patient being given the wrong medication, having inappropriate
treatment and being discharged before the patient is sufficiently well.
Providing opportunities for carers to participate in care, when permitted by the patient, may
also encourage their contributions to safety. Examples of how this may occur include
encouraging (though not relying on) carers to share their observations of the patient’s progress,
providing the opportunity for the carer to accompany the patient to tests elsewhere in the
hospital and supporting carers to ask questions about particular treatments or medications. In
addition, particularly for those patients with communication disabilities, health practitioners
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should seek information about the best ways to facilitate the patient’s communication, involve
carers if the patient would prefer for ward rounds (Hemsley et al., 2013; Rotman-Pikielny et al.,
2007; Sisterhen, Blaszak, Woods, & Smith, 2007), and if the patient is unable to express their
concerns to staff, how the carer can best do this on their behalf. A program such as the TOP5
initiative, used in the New South Wales hospitals may be useful. 2
Encouraging the carer to participate in the patient’s care may facilitate stronger partnerships
between health practitioners and carers, and in turn, reduce the carer’s need to ‘watch over’ the
staff. Because carers contribute in different ways and at different intensities, those carers with
more experience of the hospital system may engage in more proactive safety actions whereas
those with less experience may have a reduced repertoire of safety actions. Irrespective of
intensity level, responding positively when carers raise concerns is likely to help carers feel
valued, less anxious about their relative’s care and less of a personal responsibility for the
patient’s safety. An example of a program that may encourage patient-centred approaches to
involving carers in hospital patients’ care and safety is the Planetree Care Partner Program. 3
The findings suggest having structured opportunities for carers to input into the patient’s care
and safety may also be useful. One of the largest impediments for carers who wanted to
contribute to the patient’s safety was the challenge of accessing staff. This may be reduced if
carers are given planned times, such as during bedside ward rounds 4 or family meetings, to
discuss their concerns. Patient and family-activated rapid response teams also provide
opportunities for carers to activate an emergency response when they are concerned the patient
is deteriorating and a health practitioner is not available on the ward (Gerdik et al., 2010).
Collaboration, the final principle of patient-centred care involves working with carers at the
organisational level. Hospitals can support carers’ contributions to patient safety by educating
staff about the legitimacy of carers as part of the healthcare team. Education approaches for
2

The TOP5 initiative, used in New South Wales, Australia, facilitates carer involvement in hospital care (Clinical
Excellence Commission (NSW), 2017). The initiative encourages health practitioners to engage with the carers of
patients who have dementia or a cognitive impairment in hospital to obtain “valuable, non-clinical information”. This
information is documented on the TOP5 form and shared with all members of the healthcare team.
3 The Planetree Care Partner Program, mainly used in the United States, provides patients with the opportunity to
involve their chosen support person (family member, friend or other person) in their hospital care (Planetree Inc,
2014). Care partners’ levels of involvement in the patient’s care are specific to the patient’s needs. They are given a
journal in which they are invited to keep notes about the patient’s hospitalisation, which are read by the nurses at the
start of every shift. Care partners are also asked to raise questions or concerns about the patient’s care and may also
be educated about alerting the rapid response team in the event of the patient’s sudden deterioration (Planetree Inc,
2014).
4
Bedside handovers aim to improve the accuracy of handover information by involving the patient and taking a
patient-centred approach to handover communication to increase patient safety as well as patient and staff
satisfaction (Chaboyer, McMurray, & Wallis, 2008; Manias & Watson, 2014). In Australia, it is protocol family members
are included in bedside handover, with the patient’s consent (Chaboyer et al., 2008). This protocol is consistent with
the advice of the WHO Collaborating Centre on Patient Safety Solutions (WHO Collaborating Centre for Patient Safety
Solutions, 2007).
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health practitioners which involve carers in their development and delivery may be particularly
useful (Repper & Breeze, 2007). In addition, stories of carers’ contributions to patient safety or
experiences of patient safety in hospitals could be used as part of organisational meetings
(Bishop & Cregan, 2015). As a key tool designed to change the culture of hospitals, the Australian
Charter of Healthcare Rights should be further promoted. The results of the study suggest giving
the Charter to all new patients and their carers may not be sufficient to ensure patients and their
carers are able to enact these rights. For example, although the Charter states that carers have a
right to complain about care, the results of the study suggest carers are unlikely to do so if they
fear getting the staff offside. Thus, further attention is needed on educating staff to be aware of
how their interactions might impact on patients’ and carers’ abilities to exercise their healthcare
rights.
Carers’ experiences that they were often relied on to protect the patient from harm suggests
changes may also be required at the organisational level to improve the implementation of the
systems approach to safety. The view of Jorm et al. (2009) that the main measures of patient
safety should include the perspective of patients and carers is borne out by this research. Carers’
unique knowledge of safety hazards did not appear to be formally captured by hospitals or
integrated into existing systems to improve safety. Introducing mechanisms for carers to
feedback about their safety concerns, such as anonymised real-time reporting, could be
beneficial in capturing and integrating carers’ knowledge into hospital safety systems (Indovina
et al., 2016). This would have the added benefit of improving safety of the system for all, rather
than just for the individual the carer was directly supporting.
At the policy level, it is important the current and future Australian National Standards be
considered as minimum requirements, rather than the sum total of the carer’s contribution. By
framing their involvement within the narrow scope of the safety issues addressed (e.g. falls,
medication errors, pressure ulcers, clinical deterioration) it is possible health practitioners may
inadvertently limit carers’ contributions by focusing just on these areas. The findings of this
study demonstrate carers can provide broad-spectrum protection from harm. Their involvement
is not limited to areas in which they are invited to participate (as per the Standards).
It is positive to note there is a stronger focus on patient involvement, patient information and
shared decision-making in version 2 of the Standards. Given this research has shown carers’
possess a wealth of experience-based knowledge relating to the patient and their safety,
integrating requirements to share decision-making with patients and their carers into the
clinically-focused Standards should assist carers to share this knowledge. The research
demonstrated carers perceived their knowledge was under-valued by health practitioners.
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Requiring staff to engage with patients and their carers at the individual care level through a
significant policy lever, such as the Standards, may support a change in attitude of staff towards
the value of the carer contribution.

10.5 Strengths and limitations of my research
In considering the findings of any research project, it is important to understand the strengths
and limitations of the method used. In this section I explore the key strengths and limitations of
my own research project and how these may have influenced the findings. I also consider ways
to address the limitations in future studies.
This study used a Constructivist Grounded Theory approach to develop a substantive, mid-range
theory of patient-safety caring (Charmaz, 2008; Glaser & Strauss, 1967). As such, the theory
reflects the experiences of the participants who volunteered for the study, but does not intend
to explain the experiences of all carers who contribute to patient safety. Recruiting participants
across three South East Australian states has potentially broadened the applicability of the
theory though, through a wider sampling base and potential diversity of experiences. Further
research with similar or different samples of people would assist in examining how transferrable
the patient-safety caring concepts are to other contexts. In addition, as this is the first study, to
my knowledge, exploring the process of carers’ contributions to safety, further studies on the
same topic in different settings will be required before definitive conclusions about carers’
involvement in safety can be drawn.
The sample contained several areas of diversity that strengthened the resulting theory. Firstly,
the sample included experiences from a wide range of hospitals. Secondly, the sample included
carers who assisted patients from a variety of age groups and with a diversity of medical
conditions. This diversity increased the robust nature of the resulting theory, as I was required to
uncover the process common to participants with a wide range of experiences.
Given these strengths of the sample, it is also important to acknowledge the sample could have
been strengthened further by diversity in other attributes of the participants. Due to time and
financial constraints, it was not possible to recruit carers across a broader range of age groups
and levels of education, who were male, and came from cultural and linguistically diverse
populations. Although more Australian carers are female (Australian Bureau of Statistics, 2015)
and this is reflected in my sample, greater diversity would have increased the explanatory power
of the resulting theory. However, this limitation is not specific to my study. In many of the
studies included in the literature review in Chapter 3, the carer or family participants were
mostly female (for example, see Gibbs et al., 2008; Happ et al., 2007; Hemsley et al., 2008;
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Lindhardt et al., 2006; Manias 2015).
The depth of the data collected was also a strength of this research project. Most interviews
were over an hour in length and provided detailed accounts of the carers’ perceptions and
experiences. This allowed for a more robust constant comparative analysis, allowing me to
compare across experiences, settings, participants and different time points in the process.
Ensuring the data had sufficient depth for constant comparative analysis was important for
ensuring the trustworthiness of the resulting theory.
Recruiting carers through consumer organisations, and not specific hospitals, was both a
strength and limitation of this project. It was a strength because consumer organisations allowed
me to recruit carers from a wide range of hospitals, adding breadth to the data. It is unlikely I
would have achieved the same breadth if I had recruited through health services, as each health
service would have required its own ethics approval process, thus limiting my access. Some
carers also expressed concern at the possibility the hospital may “find out” they had participated
in the interview, for fear of retribution. Because I had recruited through consumer organisations,
I was able to reassure the carers the particular hospital would not be aware of their
participation. However, recruiting through hospitals would have helped to potentially recruit a
wider range of carers from more diverse backgrounds. It is possible recruiting members of
consumer organisations skewed the data towards those who had more to say about their
experiences with the healthcare system.
Targeting carers who perceived there were safety problems, but had not necessarily experienced
(or reported) an adverse event was a strength of this study. Compared with a study of people
who had experienced adverse events, this study promoted a proactive investigation of how
adverse events were prevented, rather than a retrospective analysis of why they had occurred. It
also meant carers’ perceptions were more likely to be demonstrative of routine, rather than
extreme hospital experiences, therefore potentially increasing the applicability of the theory to a
wider range of care experiences. An important caveat, however, is that there may be intensities
of patient-safety caring at either end of those presented in the theory, which encompass
populations outside of that studied. For example, there may be a lower intensity for those who
were completely unaware of patient safety issues, and/or a higher intensity for those, for
example, who had taken legal action or lodged a formal complaint.
A potential limitation of the data collection method is that participants may have experienced
‘hindsight bias’ in recounting their experiences. Hindsight bias occurs when people feel they
‘knew it all along’, and believe particular consequences were more predictable in hindsight than
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they were when the events were actually taking place (Roese & Vohs, 2012). This may have led
the participants to focus on a single causal interpretation for past events, rather than
considering other reasonable explanations, and to be overconfident in the certainty of the
interpretation. Although I requested the opportunity to observe carers in the hospital setting
from a number of hospitals in the early stages of this project, unfortunately the request was not
received favourably.

10.6 Recommendations for future research
The process of patient-safety caring, as developed through this study, poses many questions that
require further research. The theory has shown how carers contribute to patient safety in the
acute hospital setting. It has shown they usually become more proactive for the patient’s safety
over time. It has shown they engage in a range of different safety actions depending on their
level of intensity. The research has also demonstrated while carers perceive the consequences of
their involvement may be positive for patients, they may feel the consequences are negative for
their own well being. I have also indicated that lost trust may be regained if staff act differently.
In light of the findings, further research is needed with other key stakeholders in the process of
safety. The current study showed that carers provide broad-spectrum patient-safety caring and
may value the opportunity to contribute their knowledge. However, as the analysis showed, as
their contribution intensified, it became adverse for the carer. This suggests a number of
potential directions for exploration. For example, from all perspectives (patient, carer, staff),
what would optimum patient-safety caring involve? The Commission’s new National Standards
provide a context in which this question could be explored variously, through qualitative and
quantitative methods but also deliberative dialogue. At the heart of the issue, though, there is
much to understand about the phenomenon of patient-safety caring, given the earlier data
presented in Chapter 2 regarding the increasing numbers of people needing a carer and the
growth in carers. The patient’s perceptions and experiences of the carer contributing to their
safety should be explored. Do they, like carers, believe their input is beneficial and in what ways?
Are there aspects of carer involvement in safety that are potentially harmful, and in what ways?
The same questions should also be asked of health practitioners. A study involving carer-patienthealth practitioner triads, focusing on perceptions and experiences of carers’ contributions to
safety, would provide a fuller analysis of the context of their contribution.
Further studies using observation data may also provide new perspectives into the process of
patient-safety caring. The rich data set collected in the current study using intensive interviews
was sufficient to develop a robust theory. Observational data, though, may add fresh insights
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into the process that were not accessible through the data collection method of intensive
interviews only, such as the dynamics of staff-carer interactions.
The Constructivist Grounded Theory developed in this study could also be used for the
development of a quantitative study to examine carers’ involvement in safety on a larger scale.
The theory could form the basis of a survey exploring correlations between certain safety
behaviours and previous experiences. The theory could also be tested in an observational setting
by using the theory as the basis of an observational checklist and interviewing carers
concurrently to check for key milestones as predicted by the theory.
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Chapter 11:

Conclusion

This research aimed to extend the evidence base for reducing healthcare-associated harm by
investigating how carers’ contributed to patient safety in the Australian hospital context. The
aim of my thesis was to understand, from the carers’ perspective, how they contributed to
patient safety in hospital and how their contribution changed over time. This is an important
research topic because carers support some of the people who are most vulnerable to
healthcare-associated harm, including those with communication or intellectual disabilities,
dementia or frailty.
Despite the need for improved safety for these patients, and patient safety policies encouraging
‘partnering with carers’, previous research into carers’ engagement in safety was limited.
Although studies existed about the role of patients and their families in patient safety, it was
unclear whether such research would relate to carers, as a more specific population. Part of the
dearth of research about carers in particular, was the lack of the carer ‘voice’, in terms of their
perspectives on their safety role and needs in hospital.
This research project aimed to address this gap in the literature through the development of a
Constructivist Grounded Theory of the process identified as ‘patient-safety caring’. This theory
was developed from data collected in individual, in-depth interviews with 32 carers who had
experienced a recent hospitalisation of their relative. Data was collected until theoretical
saturation occurred and was analysed consistent with Constructivist Grounded Theory methods.
The theory explained, in a nuanced way, how carers engaged in patient-safety caring and how
their involvement could change over the course of the admission. The theory demonstrated that
carers were not a homogenous group but rather, individual carers contributed at different
intensities depending on the types of conditions they encountered during the admission. The
three intensities of patient-safety caring were ‘contributing without concern’ (low intensity),
‘being proactive about safety’ (medium intensity) and ‘wrestling for control’ (high intensity).
Carers could stay at one of these intensities over the course of an admission, or alternatively,
they could move between intensities (mostly in the direction of increasing intensity).

163

The theory demonstrated how trust in health practitioners could be lost, particularly when
carers’ concerns were not acted on, and how this led to the carer taking increased personal
responsibility for safety. It demonstrated that overall, the personal consequences for the carer
of contributing to safety were negative, even at the highest level when they achieved a positive
outcome for the patient themselves. The theory also showed carers needed a wide range of
assertive strategies to achieve a positive outcome for the patient.
To facilitate carers’ contributions to safety in ways that may help to keep patients safer, whilst
reducing the negative impacts for carers, a greater focus on patient-centred care was
recommended. The results of the study suggested carers’ abilities to raise concerns would be
facilitated if they were in a supportive environment where their contributions were respected
and welcomed. Patient-centred care which encourages working in partnership with the patient
and their carer would help to reduce the responsibility for safety on carers, by creating an
atmosphere of trust in which the carer felt confident to share their concerns with staff, knowing
these concerns would be listened to, acted on and handed over between staff.
Improving patient-centred care approaches at the bedside requires support at the organisational
level. Encouraging a culture of respect for patients and their carers, and working in partnership
as well as staff training, would help foster the environment needed for carers to contribute to
safety. Systems that encourage carers to provide real time feedback about safety issues may also
help ensure their safety observations and experiences can be integrated into the hospital’s
safety systems.
At the government level, carers’ contributions can be facilitated by policies that emphasise
working in partnership with carers. Although such approaches may require an additional
investment in time and effort for hospitals and practitioners, the potential economic benefits of
reduced harm to patients, as well as the avoidance of unnecessary trauma for staff, should
provide a compelling case for their implementation. Encouraging developments have been made
in this direction, for example in the new Australian National Standards. It will be a question for
future research to see whether these actually make a difference in practice.
As this was a qualitative study, it is important to note that the findings may only be applicable to
similar contexts. Therefore further research aimed at further developing or testing the theory is
needed. Other research projects should focus on how patients and health practitioners view
carers’ safety contributions, to understand the different relationship dynamics that could be
influencing their contributions.
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Improved understanding and facilitation of the contribution carers can—and do—make to
protecting their relatives from harm is likely to lead to improved patient safety, improved carerstaff relationships and a reduced burden on carers’ themselves. However, further research is
needed before carers’ contributions to patient safety can be fully understood and facilitated.
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Appendices

Appendix 1: Reason’s Swiss cheese model of accident causation

Source: Reason, J. (2000). Human error: Models and management. BMJ, 320, 768-770.
doi:https://doi.org/10.1136/bmj.320.7237.768
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Appendix 2: A patient safety model of health care (Emanuel et. al.)

Source: Emanuel et. al. (2008). What exactly is patient safety? In K. Henriksen, J. Battles, M.
Keys, & M. Grady (Eds.), Advances in patient safety: New directions and alternative
approaches (vol. 1: assessment). Rockville, MD: Agency for Healthcare Research and
Quality. Retrieved from http://www.ncbi.nlm.nih.gov/books/NBK43624/.
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Appendix 3: Medline search strategy
1
exp Medical Errors/
2
exp Patient Safety/
3
exp Safety Management/
4
exp Patient Harm/
5
exp Medication Errors/
6
exp Diagnostic Errors/
7
exp Iatrogenic Disease/
8
exp Malpractice/
9
exp Professional Misconduct/
10
exp Truth Disclosure/
11
exp Duty to Warn/
12
"quality of health care"/ or "outcome and process assessment (health care)"/ or
"process assessment (health care)"/ or quality assurance, health care/ or total quality
management/ or exp quality improvement/ or exp quality indicators, health care/
13
Risk Management/
14
"Root Cause Analysis"/
15
Cross Infection/pc [Prevention & Control]
16
Infection Control/
17
((safety adj2 patient*) or medica* error* or medic* mistake* or surg* error* or surg*
mistake or (healthcare adj1 error*) or (health care adj1 error*) or medical mishap* or medical
injury or medical injuries or iatrogen* or sentinel event* or (adverse adj3 event*) or near miss*
or (patient* adj3 harm*) or open disclosure*).tw.
18
(medication safety or drug error* or dispensing error* or prescri* error* or adverse drug
event* or adverse drug reaction* or pharmacovigilance).tw.
19
error prevention.tw.
20
(nosocomial infection* or hospital acquired infection* or hospital-acquired
infection*).tw.
21
or/1-20
22
exp Family/
23
exp Caregivers/
24
exp Friends/
25
exp Visitors to patients/
26
"child of impaired parents"/
27
(carer* or caregiver* or care giver* or carepartner* or care partner*).tw.
28
(significant other* or patient* advoca* or patient* representative* or visitor*).tw.
29
(spouse* or partner* or wife or wives or husband* or defacto or de facto or son? or
daughter* or adult child* or sibling* or brother* or sister* or parent? or parental or family or
families or relatives or relations).tw.
30
(friend* or companion* or lay person or layperson*).tw.
31
or/22-30
32
exp Consumer Organizations/
33
consumer advocacy/
34
Patient Advocacy/
35
patient rights/
36
exp professional-family relations/
37
Patient-Centered Care/
38
(family-centered or family-centred).tw.
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39
((role* or led or partner* or collaborat* or instigate* or presence or involv* or
participat* or empower* or activat* or advoca* or report* or engag*) adj5 (carer* or caregiver*
or care giver* or carepartner* or care partner* or spouse* or partner* or wife or wives or
husband* or parent? or family or families or relatives or relations)).tw.
40
or/32-39
41
exp Hospitals/
42
exp Hospital Units/
43
exp Emergency Service, Hospital/
44
exp Hospitalization/
45
(hospital* or (acute adj1 care) or emergency department or emergency room or casualty
or "accident and emergency" or tertiary health care or tertiary healthcare).mp.
46
exp Inpatients/
47
or/41-46
48
21 and 31 and 40 and 47
49
limit 48 to english language
50
limit 49 to humans
51
limit 50 to "all adult (19 plus years)"
52
limit 51 to yr="2000 -Current"
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Appendix 4: EMBASE search strategy
1
exp Medical Error/
2
exp Patient Safety/
3
Accident Prevention/
4
Iatrogenic Disease/
5
Malpractice/
6
Professional Misconduct/
7
health care quality/ or incident report/ or quality of nursing care/ or total quality
management/
8
Risk Management/
9
"Root Cause Analysis"/
10
Cross Infection/
11
Infection Control/
12
hospital infection/
13
hospital acquired pneumonia/
14
((safety adj2 patient*) or medica* error* or medic* mistake* or surg* error* or surg*
mistake or (healthcare adj1 error*) or (health care adj1 error*) or medical mishap* or medical
injury or medical injuries or iatrogen* or sentinel event* or (adverse adj3 event*) or near miss*
or (patient* adj3 harm*) or open disclosure*).tw.
15
(medication safety or drug error* or dispensing error* or prescri* error* or adverse drug
event* or adverse drug reaction* or pharmacovigilance).tw.
16
error prevention.tw.
17
(nosocomial infection* or hospital acquired infection*).tw.
18
or/1-17
19
exp Family/
20
exp Caregiver/
21
exp Friend/
22
(carer* or caregiver* or care giver* or carepartner* or care partner*).tw.
23
(significant other* or patient* advoca* or patient* representative* or visitor*).tw.
24
(spouse* or partner* or wife or wives or husband* or defacto or de facto or son? or
daughter* or adult child* or sibling* or brother* or sister* or parent? or parental or family or
families or relatives or relations).tw.
25
(friend* or companion* or lay person or layperson*).tw.
26
or/19-25
27
exp Consumer/
28
consumer advocacy/
29
Patient Advocacy/
30
patient right/
31
(family-centered or family-centred).tw.
32
((role* or led or partner* or collaborat* or instigate* or presence or involv* or
participat* or empower* or activat* or advoca* or report* or engag*) adj5 (carer* or caregiver*
or care giver* or carepartner* or care partner* or spouse* or partner* or wife or wives or
husband* or parent? or family or families or relatives or relations)).tw.
33
or/26-32
34
exp Hospital/
35
exp "Hospital subdivisions and components"/
36
exp Emergency health service/
37
exp Hospitalization/
38
(hospital* or (acute adj1 care) or emergency department or emergency room or casualty
or "accident and emergency" or tertiary health care or tertiary healthcare).mp.
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39
40
41
42
43
44
45

exp hospital patient/
or/34-39
18 and 26 and 33 and 40
limit 41 to english language
limit 42 to human
limit 43 to yr="2000 -Current"
limit 44 to (adult <18 to 64 years> or aged <65+ years>)

171

Appendix 5: CINAHL search strategy
S49
S48
S48
S20 AND S30 AND S39 AND S46
S47
S20 AND S30 AND S39 AND S46
S46
S40 OR S41 OR S42 OR S43 OR S44 OR S45
S45
(MM "Inpatients")
S44
(hospital* or surgery or (acute n1 care) or "emergency department" or "emergency
room" or casualty or "accident and emergency" or "tertiary health care" or "tertiary healthcare")
S43
(MH "Hospitalization+")
S42
(MH "Emergency Service+")
S41
(MH "Hospital Units+")
S40
(MH "Hospitals+") or (MH "Surgery+")
S39
S31 OR S32 OR S33 OR S34 OR S35 OR S36 OR S37 OR S38
S38
TX (role* or led or partner* or collaborat* or instigate* or presence or involv* or
participat* or empower* or activat* or advoca* or report* or engag*) n5 (carer* or caregiver*
or "care giver"* or carepartner* or "care partner*" or spouse* or partner* or wife or wives or
husband* or parent? or family or families or relatives or relations)
S37
TX (family-centered or family-centred)
S36
(MM "Patient Centered Care")
S35
(MM "Professional-Family Relations")
S34
(MM "Patient Rights")
S33
(MM "Patient Advocacy")
S32
(MM "Consumer Advocacy")
S31
(MH "Consumer Organizations+")
S30
S21 OR S22 OR S23 OR S24 OR S25 OR S26 OR S27 OR S28 OR S29
S29
TX (friend* or companion* or lay person or layperson*)
S28
TX (spouse* or partner* or wife or wives or husband* or defacto or de facto or son? or
daughter* or "adult child*" or sibling* or brother* or sister* or parent? or parental or family or
families or relatives or relations)
S27
TX (significant other* or patient* advoca* or patient* representative* or visitor*)
S26
TX (carer* or caregiver* or care giver* or carepartner* or care partner*)
S25
(MH "Children of Impaired Parents+")
S24
(MM "Visitors to Patients")
S23
(MM "Social Networks")
S22
(MM "Caregivers")
S21
(MH "Family+")
S20
S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR S7 OR S8 OR S9 OR S10 OR S11 OR S12 OR S13 OR
S14 OR S15 OR S16 OR S17 OR S18 OR S19
S19
(MH "Disease Transmission, Professional-to-Patient") OR (MH "Disease Transmission,
Patient-to-Professional")
S18
TX "nosocomial infection*" or "hospital acquired infection"
S17
"error prevention"
S16
TX (medication safety or drug error* or dispensing error* or prescri* error* or adverse
drug event* or adverse drug reaction* or pharmacovigilance)
S15
TX (safety n2 patient*) or "medica* error*" or "medic* mistake*" or "surg* error*" or
"surg* mistake" or (healthcare n1 error*) or (health care n1 error*) or "medical mishap*" or
"medical injury" or "medical injuries" or iatrogen* or "sentinel event*" or (adverse n3 event*) or
"near miss*" or (patient* n3 harm*) or "open disclosure*")
S14
(MM "Infection Control")
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S13
(MM "Cross Infection")
S12
(MM "Root Cause Analysis")
S11
(MM "Risk Management")
S10
(MM "Quality Assurance") OR (MM "Quality of Nursing Care") OR (MM "Quality of
Health Care")
S9
(MM "Duty to Warn")
S8
(MM "Truth Disclosure")
S7
(MM "Patient Abandonment") OR (MM "Refusal to Treat")
S6
(MM "Malpractice")
S5
(MM "Iatrogenic Disease")
S4
(MH "Diagnostic Errors+")
S3
(MM "Hand Off (Patient Safety)")
S2
(MM "Medication Errors")
S1
(MH "Patient Safety+")
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Appendix 6: JBI QARI Critical Appraisal Checklist for Interpretive and Critical Research
Author/title:
Y
1. Is there congruity between the stated philosophical
perspective and the research methodology?
2. Is there congruity between the research
methodology and the research question or
objectives?
3. Is there congruity between the research
methodology and the methods used to collect the
data?
4. Is there congruity between the research
methodology and the representation and analysis of
data?
5. Is there congruity between the research
methodology and the interpretation of results?
6. Is there a statement locating the researcher culturally
or theoretically?
7. Is the influence of the researcher on the research,
and vice-versa, addressed?
8. Are the participants, and their voices, adequately
represented?
9. Is the research ethical according to current criteria,
or for recent studies, is there evidence of ethical
approval by an appropriate body?
10. Do the conclusions drawn in the research report flow
from the analysis, or interpretation, of the data?

Overall appraisal:
Include
Exclude
Comments:
Including reasons for exclusion
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N

Unclear n/a

Appendix 7: PRISMA diagram for the review
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Appendix 8: Characteristics of included studies table
Author/year/
Country
Dinsmore (2012)
UK

Gallinagh et al.
(2001)
UK
Gibbs et al. (2008)
UK

Title

Purpose

Methodology and methods (as
described by the authors)

Participants

A small-scale investigation of
hospital experiences among
people with a learning disability
on Merseyside: Speaking with
patients and their carers

Explored the experiences of
people with learning disability
at NHS hospitals on Merseyside

Qualitative approach
-13 semi-structured interviews
-Analysis: a combination of
‘inductive’ and ‘theoretical’
analysis

-Two people with learning
disability without support,
three people with learning
disability with the support of
a carer, eight carers speaking
on behalf of people with
learning disability

Relatives' perceptions of side rail
use on the older person in
hospital

Explored the perceptions and
experiences of people whose
relatives had a side rail in use
during a hospital admission
Explored the experiences of
adults with intellectual
disabilities and their carers in
general hospital settings

Qualitative approach
-Semi-structured, individual
interviews (15 minutes long)
-Analysis: content analysis
Qualitative focus group
methodology
-Four focus groups for people
with intellectual disabilities

-Nine relatives from an older
person/rehabilitation unit in
an acute hospital

The experiences of adults with
intellectual disabilities and their
carers in general hospitals: a
focus group study
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-11 adults with intellectual
disabilities
-Nine parents of adults with
intellectual disabilities
-Five paid carers

Main findings
(as described by the
authors)
Themes included:
- Visibility of specialist
learning disability nursing
roles
-Lack of awareness of Annual
Health Checks
-Placement of patients
within hospital
-Involvement of families and
carers
-Responsibilities of patient
after discharge
-Provision of medication by
nursing staff
-Accessibility of complaints
process
-Provision of accessible
information
-Lack of awareness of patient
passports
-Flexibility of hospital routine
-Perceived staff attitudes
Relatives had mixed
perceptions about the use of
side rails in the patient’s care
Key interrelated themes:
-Feelings, notably fear and
anxiety
-Communication
-Practicalities of being in or
attending hospitals

Author/year/
Country

Happ et al. (2007)
USA

Hemsley and
Balandin (2004)
Australia

Hemsley et al.
(2008)
Australia

Title

Purpose

Family presence and surveillance
during weaning from prolonged
mechanical ventilation

Examined how family members
interacted with patients during
weaning from mechanical
ventilation. Part of a larger
study

Without AAC: The stories of
unpaid carers of adults with
cerebral palsy and complex
communication needs in hospital

Explored how unpaid carers
experienced supporting adults
with cerebral palsy and
complex communication needs
in hospital in the absence of a
functional communication
system

Family caregivers discuss roles
and needs in supporting adults
with cerebral palsy and complex
communication needs in the
hospital setting

Explored the views of family
caregivers of people with
cerebral palsy and complex
communication needs about
their role in the hospital setting

Methodology and methods (as
described by the authors)
-Three focus groups for carers
including parents and paid
carers
-Analysis: principles of
grounded theory
Focused ethnography
-Single site- urban, medical
intensive care unit (restricted
visitation policy)
-Date collection occurred
during weaning trials of
patients from Nov 2001 to July
2003
-Field observations
-Semi-structured interviews
with 31 family members and 31
clinicians
-Clinical record review
-Analysis: qualitative data
analysis
Narrative enquiry methodology
-In-depth interviews conducted
at the participant’s home or
workplace
-Analysis: narrative analysis

Qualitative
-One focus group of family
caregivers (two hours’
duration)
-Analysed for content themes
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Participants

Main findings
(as described by the
authors)
-Discrimination and negative
comments
-Behaviour problems

-30 adult patients who were
being weaned from long
term mechanical ventilation
-41 family members (31
family members also
participated in interviews)
-31 clinicians were
interviewed

Family members’ bedside
presence during weaning
included:
-Touch
-Talk
-Surveillance –
(a) protective surveillance
and (b) interpretive
surveillance

-Six unpaid carers (parents)
who had provided support to
a person with cerebral palsy
and complex communication
needs in hospital for a stay of
three or more days in the
previous two years

Unpaid carers’ stories
reflected a belief the staff
did not know enough about
cerebral palsy and complex
communication needs and
augmentative and
alternative communication
to provide adequate care for
their children.
Family caregivers fulfilled the
following roles: reassuring
the patient; communication
support; advocacy and
protection; giving
information to hospital staff;

-Six family caregivers (five
parents, one sibling) of
people with cerebral palsy
and complex communication
needs who have provided
support to the person in

Author/year/
Country

Title

Purpose

Methodology and methods (as
described by the authors)

Part of a larger study
Hemsley et al.
(2013)
Australia

Iacono and Davis
(2003)
Australia

Iedema et al.
(2008)
Australia

“That really shouldn’t have
happened”: People with aphasia
and their spouses narrate
adverse events in hospital

The experiences of people with
developmental disability in
Emergency Departments and
hospital wards

Patients’ and family members’
experiences of open disclosure
following adverse events

Participants
hospital in the past two
years
-10 people with chronic
aphasia who had
experienced at least one
adverse event and their
spouses

“(a) describe the adverse
events experienced by people
with aphasia and their spouses
in hospital, (b) identify the
situations, people, events, and
outcomes relevant to the
adverse events, and (c) identify
commonalities in participant
stories of adverse events”
Determined whether the needs
of people with developmental
disability were met in
Emergency Departments and
hospital admissions

Narrative inquiry
-10 initial in-depth interviews
plus 10 follow-up interviews
-Data analysis: Narrative
analysis

Mixed methods study
-Data collection for qualitative
component was interviews
(n=9)
-Data analysis for qualitative
component: “data analysed for
emerging themes”

-Five adults with cerebral
palsy, one adult with an
intellectual disability, two
mothers and one support
worker

Explored patients’ and family
members’ views of Open
Disclosure of adverse events
that occurred during their
health care

Qualitative study
-Semi-structured, in-depth
interviews
-Thematic discourse analysis

-13 family members and 12
patients involved in adverse
events and incident
disclosure
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Main findings
(as described by the
authors)
gaining information from
hospital staff; direct care
The role of spouses in
supporting the patient with
aphasia in hospital included
the following:
communicating with health
practitioners including
needing to be present to ask
important questions.
-Hospital staff were generally
very helpful and attentive
-Some staff had negative
attitudes about people with
developmental disabilities
-There was a lack of
understanding and
knowledge about
developmental disability
among the staff
-Differences in policies
between hospitals and
accommodation services
could create difficulties
-Support people were relied
on by the staff during the
admission
Participants revealed the
following concerns about
Open Disclosure:
disclosure not occurring
promptly or too informally;
disclosure not being
adequately followed up with

Author/year/
Country

Jeffs et al. (2012)
Canada

Lam and Beaulieu
(2004)
Country not stated

Lindhardt et al.
(2006)
Denmark

Title

Purpose

Methodology and methods (as
described by the authors)

Safety threats and opportunities
to improve interfacility care
transitions: Insights from patients
and family members

From the perspective of
patients and family members,
explored how safety threats are
identified and managed across
care transitions

Qualitative design methodology
-Semi-structured interviews
-Simultaneous data collection
and analysis
-Analysis: directed content
analytical approach

-15 patients “transferred
from an acute care hospital
to a complex continuing
care/ rehabilitation care
facility”
-seven family members

Experiences of families in the
neurological intensive care unit: a
“Bedside Phenomenon”

Investigated the experiences of
family members whose
relatives were admitted
suddenly to a neurological
intensive care unit

-13 family members of 10
patients.
-Family members were
eligible if they were present
at the bedside at least once
per day for two hours or
more, older than 18 years
and considered family by the
patient and the family
members themselves

Standing guard- being a relative
to a hospitalised, elderly person

Explored relatives’ experiences
of the hospitalisation of elderly
persons

Descriptive, exploratory,
multiple case design
-Participant observation for
three shifts per week over a six
month period
-Semi-structured interviews
(not audiotaped)
-Medical record review
-Simultaneous data collection
and analysis
Analysis: constant comparative
process
Phenomenology
-Eight x individual, in depth
interviews
-Analysis: Giorgi’s
phenomenological method for
analysis
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Participants

-Eight relatives identified by
the elderly person as “the
main provider of help”
-Relationships included six
adult children, one daughterin-law and one wife

Main findings
(as described by the
authors)
tangible support or change in
practice; staff not offering an
apology, and disclosure not
providing opportunities for
consumers to meet with the
staff originally involved in
the adverse event.
Three overarching themes:
-Lacking information on care
transition
-Getting funnelled through
too soon
-Adjusting to shift from total
care to almost self care
-Engaging patients and
family members in
coordinated care transitions
Family presence at the
bedside is motivated by two
factors:
1. Best care
2. Connection

The two main essences of
being a relative to an elderly
person in hospital were:
-The history – about the
caring relationship

Author/year/
Country

Manias (2015)
Australia

Plakas et al (2009)

Title

Purpose

Methodology and methods (as
described by the authors)

Participants

Communication relating to family
members’ involvement and
understandings about patients’
medication management in
hospital

From the perspective of family
members, investigated family
members’ involvement with
staff and patients about the
management of the patient’s
medications in hospital

Family members (defined as
individuals who played a
significant role in the
patient’s life) who had a
current relative admitted to
the hospital

The experiences of families of
critically ill patients in Greece: A
social constructionist grounded
theory study

Generated a theoretical
understanding of how relatives
experience the admission of a
family member to hospital for
critical care

Ethnography
-40 in-depth interviews with 35
females and five males
-Eight surgical and eight
medical units in two different
hospitals
-Analysis: thematic framework
process
Social constructionist grounded
theory
-19 in-depth interviews
-Participant and nonparticipant observation
-Grounded theory analysis

-25 relatives of the
hospitalised patient
(majority were siblings,
parents, spouses except for
one daughter-in-law and one
cousin)

Two core categories
emerged from the data:
-Intense emotions
-Vigilant attendance

The role of patients and their
relatives in ‘speaking up’ about
their own safety – a qualitative
study of acute illness

Explored patients and family
members’ views to determine
the potential for their
involvement in promoting their
own safety. Part of a larger
study

Ethnography
-Semi-structured interviews
using a narrative approach
Analysis: directed content
analysis

Putting the “patient” in patient
safety: A qualitative study of
consumer experiences

Explored consumers
perspectives of patient safety
in acute care

Qualitative group interview
approach
-Four focus groups
(approximately 10 participants
per group) in the following
categories: adults who had an
acute care hospitalisation;
adults who had a chronic
condition with ongoing
hospitalisation needs; parents

-13 patients
-Seven relatives (those with
a ‘significant relationship’ to
the patient including friends
and informal carers)
-Relatives of patients who
had died were excluded
39 participants:
-10 family members of adult
patients
-11 parents of paediatric
patients
-10 patients with
hospitalisation for a chronic
condition

Speaking up was affected by:
-The ability to recognise
changes in clinical condition
-Self-monitoring
-Confidence and trust
-Culture and system of
health care
Key themes:
-Communication of health
information
-Staffing issues
-Medication administration
-The need for family
caregivers as advocates

Greece
Rainey et al. (2015)
UK

Rathert et al.
(2011)
USA
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Main findings
(as described by the
authors)
-Standing guard – about the
encounter with the
professional system
Three major themes:
-Involvement of family
members in decision-making
-Family member and health
practitioner relationships
-Use of medication-taking
strategies in hospital

Author/year/
Country

Reeves et al. (2015)
USA

Webber et al.
(2010)
Australia

Title

Purpose

Interprofessional collaboration
and family member involvement
in intensive care units: emerging
themes from a multi-sited
ethnography

Analysed the culture of
interprofessional collaboration
and family involvement in
intensive care units

Hospital experiences of older
people with intellectual disability:
responses of group home staff
and family members

From the perspective of group
home staff and family
members, investigated the
hospital experiences of group
home residents. Part of a larger
study exploring ageing in a
group home

Methodology and methods (as
described by the authors)

Participants

of paediatric patients having an
acute care visit; family
members of patients who had
either an acute care visit or
hospitalisation for a chronic
condition.
-Analysis “was most closely
aligned with grounded theory
approaches”
Ethnographic approach
- 504 hours of observation over
a 12 month period at four
different intensive care units
-56 semi-structured interviews
with a range of intensive care
unit practitioners and family
members
-Document analysis
-Analysis: directed content
analysis

-Eight patients with
hospitalisation for an acute
condition

Methodology: Grounded
dimensional analysis
-Family members and group
home staff were interviewed
separately, in person and via
telephone, between two and

-17 family members of group
home residents aged 45+
-27 group home staff
(including house supervisors
and accommodation
program managers)
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Staff, patients and family
members

Main findings
(as described by the
authors)

Family involvement in the
intensive care unit included:
-Positive intensive care unit
experience for family
members facilitated by
trusting relationship with
providers
-Family member as
advocate/translator for
patient, other family
members
-Continuity of
communication between
providers and between
teams at times fractured;
family member ‘‘filter’’ of
information between staff
-Little involvement of family
members in formal rounds
Strategies to improve the
hospital experience included:
-Being present
-Information packages
-Partnering with hospital
staff
-Advocating

Author/year/
Country

Title

Purpose

Methodology and methods (as
described by the authors)
four times over a 2.5 year
period
-Simultaneous data collection
and analysis
-Analysis: grounded theory
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Participants
-11 staff in aged care
facilities

Main findings
(as described by the
authors)

Appendix 9: Quality appraisal of included studies

Criteria of JBI QARI checklist

Article authors

Score

1

2

3

4

5

6

7

8

9

10

Dinsmore

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Gallinagh

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Gibbs et al

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Happ et al

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Hemsley et al (2004)

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Hemsley et al (2008)

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Hemsley et al (2013)

U

Y

Y

Y

Y

Y

N

Y

Y

Y

9

Iacono et al

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Iedema et al

U

Y

y

y

y

N

N

Y

Y

Y

8

Jeffs et al

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Lam et al

U

Y

Y

Y

Y

U

N

Y

Y

Y

9

Lindhardt et al

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

10

Manias

Y

Y

Y

Y

Y

N

N

Y

Y

Y

8

Plakas

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

10

Rainey et al

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Rathert et al

U

Y

Y

Y

Y

N

N

Y

Y

Y

8

Reeves et al

Y

Y

Y

Y

Y

N

N

Y

Y

Y

8

Webber et al

Y

Y

Y

Y

Y

N

Y

Y

Y

Y

9

Key:
Y = yes
N = no
U = unclear (NB: when the answer to a question was ‘unclear’, the authors were given the
benefit of the doubt, and therefore, ‘U’ answers were scored the same as a ‘Y’ answer).
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Appendix 11: Participant information statement
THE ROLE OF CARERS IN PREVENTING MEDICAL ERRORS DURING HOSPITALISATION
Participant Information Statement – Carers
Dr Sophie Hill (principal supervisor)
Centre for Health Communication and Participation
La Trobe University
ph: 03 9479 1941
email: sophie.hill@latrobe.edu.au

Dr Michael Taylor (co-supervisor)
School of Allied Health
Australian Catholic University
ph: 03 9953 3965
email: michael.taylor@acu.edu.au

Ms Bronwen Merner (PhD student)
Centre for Health Communication and Participation
La Trobe University
ph: 03 9479 5327
email: b.merner@latrobe.edu.au
Introduction
Thank you for responding to our advertisement for carers of recently discharged hospital patients to
participate in the above study. This project is being conducted by Bronwen Merner, PhD student, at the
Centre for Health Communication and Participation. Bronwen is supervised by Dr Sophie Hill and Dr Michael
Taylor. This project has been approved by the La Trobe University Human Ethics Committee (UHEC
application reference number 13-069).
Increasingly, hospitals are communicating with patients and carers about quality and safety issues during
hospitalisation. For example, to prevent the spread of infection, many hospitals have signs reminding
clinicians and visitors to wash their hands after seeing a patient. The aim of this study is to understand the
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role that a carer plays during the hospitalisation of an adult for whom they provide care, particularly with
regard to identifying quality and safety issues affecting the hospital patient during the admission. We
anticipate that the results of this study will be used to help the health system and hospital staff work better
with carers to reduce the number of preventable adverse events and medical errors that currently affect
hospital patients.
Am I eligible?
You are eligible to participate in this study if you meet the following criteria:
(a) You are a carer** (family member or friend) for an adult admitted to hospital after 1 January 2013;
and
(b) You visited the patient at least once during their hospitalisation; and
(c) You had concerns about the patient’s care during the hospitalisation. For example, you were
concerned that the hospital care could have led to an adverse outcome or injury, such as: a fall, a
medication error, developing an infection or pressure ulcer, or other undesirable outcome.
**For the purposes of this research, ‘carers’ are defined as ‘people who provide unpaid care and support to
family members and friends who have a disability, mental illness, chronic condition, terminal illness or
general frailty’.
Unfortunately, you will not be able to participate if:
a)

You are unable to take part in an interview due to English language constraints

b) You are less than 18 years of age.
What will I be asked to do?
As a participant, you will be asked to take part in an interview with Bronwen Merner, PhD student, at a
convenient time for you, about your role during the patient’s hospitalisation. As you will be discussing
information about the patient during the interview, we recommend you ask that person to consent to your
participation (if they are able to provide consent) prior to undertaking the interview.
The 60-minute interview will be face-to-face, unless you would prefer a telephone or Skype interview. At
the beginning of the interview, you will be asked to fill in a brief questionnaire to collect some background
information about yourself and the patient (such as your age, your occupation, your relationship to the
patient, the reason for the patient’s hospitalisation etc.). Once you have completed the questionnaire, the
student researcher will commence asking you the interview questions. The questions will focus on any
quality and safety issues you identified during the patient’s admission and how these were managed by the
hospital. You will also be asked about factors that facilitated or hindered your involvement in raising and
resolving quality and safety issues in the patient’s care. At the end of the interview, the student researcher
may ask if she can contact you via phone or email if she requires clarification of any of the information you
gave in the interview.
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The interview will be audio recorded and the student researcher will take notes during the interview itself.
After the interview, the audio recording will be transcribed in full. Upon request, a copy of the interview
transcript will be sent to you so that you can check it for accuracy and completeness.
What are the potential risks and benefits of participating?
There is a risk that participating in the interview and discussing your concerns about your relative’s hospital
experience, may lead you to feel upset and distressed. Depending on the experience discussed, participation
in the interview may also prompt feelings of anger about the healthcare provided. It is important to know
that you are free to withdraw from the study at any time (including after the interview has begun). At the
interview, the student researcher can provide you with the details of a free 24-hour counseling service if
you feel it would be helpful. If you would like information about formally raising your concerns about the
healthcare provided, the student researcher can also provide you with details about how to undertake this
process.
There are no direct benefits for participants for taking part in this research. However, an indirect benefit
may be that you will be given the opportunity to talk about your concerns about the hospitalisation. In
addition, it is anticipated that the knowledge gained by your participation will assist the health system and
hospital staff to work better with carers to reduce medical errors and adverse events occurring to patients
in the future.
How will I receive feedback?
On the consent form, you will be given the option of being sent a brief summary of the findings of this
research project when it is completed. If you choose not to receive the brief summary, and later change
your mind, you can request a copy of the findings from the Centre for Health Communication and
Participation. The findings of this study will be used as the basis of a PhD thesis. The findings may also be
presented at conferences and published in reports and academic journals.
How will my confidentiality be protected?
The researchers intend to protect the confidentiality of your personal information and the anonymity of
your interview recording and transcript to the fullest possible extent, and within legal requirements. Your
contact details, digital interview recording and electronic transcript will be kept in separate passwordprotected files. A pseudonym will be used to name your interview recording and your interview transcript
in order to protect your identity. In the final thesis, and any related publications, a pseudonym will be used
when referring to your interview data. In addition, for publications, any personal details contained in the
interview transcript that may allow people to guess your identity will be removed. Your interview transcript
and data records will be stored in a secure location (in a filing cabinet in a locked room) within the Centre
for Health Communication and Participation, La Trobe University, Bundoora Campus, Health Sciences
Building 2. Electronic files will be password-protected and stored on the hard drive of the student
researcher’s work computer, accessible only to the student researcher, as well as on a memory stick which
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will be securely stored with the hard copies of your interview transcript and data records. The de-identified
interview transcripts will be analysed on a password protected computer. Following completion of the
study, all data will be stored in a protected archive within the Centre for Health Communication and
Participation and destroyed after 5 years.
Do I have to take part?
Participation in this study is entirely voluntary. You have the right to withdraw from active participation in
this project at any time and, further, to demand that data arising from your participation are not used in the
research project provided that this right is exercised within four weeks of the completion of your
participation in the project. You are asked to complete the “Withdrawal of Consent Form” or to notify the
researcher by email or telephone that you wish to withdraw your consent for your data to be used in this
research project. There are no disadvantages, penalties or adverse consequences for not participating or
for withdrawing from the research. There will be no harm or reduction in services from staff if you choose
not to participate.
Where can I get further information?
Any questions regarding this project may be directed to Bronwen Merner, PhD student, Centre for Health
Communication and Participation, La Trobe University, on telephone number 03 9479 5327. If you have any
complaints or concerns about your participation in the study that the researcher has not been able to
answer to your satisfaction, you may contact the Secretary, Human Ethics Committee, Research Services,
La Trobe University, Victoria, 3086, (P: 03 9479 1443, E: humanethics@latrobe.edu.au). Please quote UHEC
application reference number 13-069.
How do I agree to participate?
If you would like to participate, please indicate that you have read and understood this information by
signing the consent form and returning a hard copy in the envelope provided. The researchers will then
contact you to arrange a convenient time for the interview.
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Appendix 12: Participant consent form
THE ROLE OF CARERS IN PREVENTING MEDICAL ERRORS DURING HOSPITALISATION

Consent Form – CARERS
I (the participant) have read (or, where appropriate, have had read to me) and understood the
participant information statement and consent form, and any questions I have asked have been
answered to my satisfaction.
I agree to participate in the project, realising that I may withdraw at any time.
I agree that research data provided by me or with my permission during the project, including
interview transcripts, may be included in a thesis, presented at conferences and published in
journals on the condition that neither my name nor any other identifying information is used.
I give permission for the interview to be audio recorded.
I would like to be sent a copy of my interview transcript for checking:

Yes 

No 

I would like to be sent a copy of the research findings:

Yes 

No 

Name of Participant (block letters):
Signature:
Date:

Name of Investigator (block letters): BRONWEN MERNER
Signature:
Date:

Name of Student Supervisor (block SOPHIE HILL
letters):
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Appendix 13: Interview topic guide
Warm up question: To start with, can you tell me how you came to be a carer for …. while they
were in hospital?
Can you tell me about your first experience assisting …. while they were in hospital? What role
did you play? How would you describe how you viewed hospital care before that admission?
How, if at all, would you describe how that view changed?
I’d like to focus now on the most recent time your relative was in hospital. I understand you
were concerned about something that did or could have gone wrong. Can you tell me about
your experience of that event?
Can you tell me about your role in either preventing or attempting to prevent the incident
from happening? Who or what influenced your actions? How did they influence them?
How did this recent experience affect or change you? How did you feel after the experience
happened? How do you feel about it now? How do you feel the experience may affect how you
deal with future hospitalisations of your relative?
Can you reflect on how you would describe your perceptions of hospital care, and your role in
it, before that admission?
Comparing your first and most recent experiences assisting _____ in hospital, can you tell me
how you feel your role has changed over time, if at all?
If you could give advice to the hospital staff about preventing similar incidents in the future,
what would you say?
I think that’s all the questions I wanted to ask. Is there anything you would like to add? Are
there any questions you would like to ask me?
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Appendix 14: Example of initial coding of an interview transcript
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Appendix 15: Extract of early memo about an individual participant
Memo about Danielle
31.1.15
What is Danielle doing?
Informing staff of disabilities or restrictions the person has.
Prepares 2-3 A4 pages of written information about her brother and strategies to facilitate
communication with him e.g. introducing her brother and his impairments, hearing impairment
(please speak to him from this side rather than that side) that her brother’s response times are
delayed (get his attention before you ask a question, don’t repeat the question). She also
indicates she can be contacted 24 hours a day (“Just ring me any time if there is a problem, if
there’s confusion, if you think I need to be there, all of that information”) Give the sheet to the
nurses and ask that it be handed over. When Danielle asks whether a nurse has read the
information, may get a response such as “is there information?” or “someone mentioned
something in passing in the handover but I haven’t really looked into it”.
She experienced a doctor refusing to sign a WorkCover form on the basis of questioning her
brother and judging him on his responses – having not read the information. She perceives the
doctor does not believe her brother injured himself at work. Danielle said “well, did you read the
information he has inappropriate emotional responses?”
Being there as much as possible. This stems from witnessing miscommunications between her
brother and the nurses e.g. when her brother refused pain relief because he did not understand
the question, and he actually wanted pain relief…
What is Danielle saying or trying to say?
Unless Danielle tells the staff about aspects of her brother’s disability, it will impact on his
treatment.
If you miss the doctor’s visit, which is scheduled at a very inconvenient time early in the
morning, it is very difficult to find out information. She feels it would be helpful if staff arranged
a family meeting to give information.
Danielle perceives she does her best to communicate information about her brother’s medical
condition. She writes information on coloured sticky notes and gives it to the nurses to be stuck
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on the front of his file (ll 189-190) e.g. “please ring me if you have any problems at all”. She says
“So I felt I had to do that, that they wouldn’t go to the file or go to the notes and see. Whereas
putting it in a coloured post-it pad was, for me, just another reminder to them”.
She perceives the staff is not always competent in knowing how to manage the impairments that
her family members have describing her husband’s therapy as “trial and error”. This means she
has no confidence in the therapy her husband receives. She also perceives the staff could try
harder in learning about her husband’s history/diagnosis.
Despite her best efforts, there are still stuff-ups in communication. She feels whether or not her
strategies work depends on the staff (line 195)…
When, if at all, do secrets shape what’s happening?
I think Danielle remains silent about the burden of illness on her and the family as a whole. She
alludes to it, when she says, “You get to the stage after a little while that you stop talking about
it, it’s just one more negative thing sometimes, and we’ve got to the stage within this family unit
where there’s not really much point in dwelling on the negative. That you really do need to
move on from it and just hope that the experience is a better one next time. So, but I’ve been
more than happy to help because, as I said earlier, it’s through these research things sometimes
that changes do happen”. This may explain Danielle’s focusing on the positives at times during
the interview. It also suggests she feels powerless to elicit change. Is this why she doesn’t persist
with raising concerns after she is fobbed off?
What do her actions and statements take for granted?
Danielle actions take for granted that the nursing staff do the best they can given the constraints
under which they work. Danielle takes for granted that hospitals should be places where people
go to get well, but sometimes don’t live up to expectations. She puts trust in the system because
she needs to – she rationalises that she can’t be there 24/7 and therefore “you have to really put
some trust in the systems” (my italics). However, she uses quite a bit of modifying language here
e.g. “well, they are in hospital, they should be getting the best treatment” (my italics).
Danielle perceives that the hospital should offer more help than they do as the lack of assistance
means she and her family members have to “wing it” and feel the burden of the lack of
assistance. She says, if her husband had been offered rehab, for example, “They might have
worked things out rather than us having to work them out”.
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Danielle takes for granted that her family members will not be looked after as individuals in
hospital - and finds this annoying - therefore she has to try her best to communicate their
individuality. She also does not expect hospital staff will attend quickly to the call bell (you can
push a button til the donkey’s come if you like [laughs]” therefore she also tries to be there to
offer physical assistance e.g. help with toileting etc. It seems she is surprised when the doctor
does actually take notice of her request to have her husband stay in hospital for a 2 night stay
for a day procedure. As Danielle knows her brother and his need for routine, she knows it
distresses him when he is taken out of his routine. E.g. he knows the colours of all of the
medications he has to take, so it’s a problem when a different colour is given. She says, “That
doesn’t work with somebody who really is aware of what they’re having and they have to go
home and they have to be independent, so just to get that message across that that routine has
to stay the same.” This made Danielle feel annoyed because “it’s something that should be able
to be recognised on an individual basis”. (613-615)
How do structure and context serve to support, maintain, impede or change her actions and
statements?
The structure makes Danielle be polite when she’s asking for things – even when she’s
frustrated, “because you certainly don’t want staff to get their back up against him or to feel,
“oh no, here she comes again”; that type of thing. So, I always try to do it jokingly, or “do you
know if so-and-so has read this?” or “could you bring it up at the next handover again”, that type
of thing”. When asked whether getting a negative response would change her actions, she
agreed it would make her less inclined to raise issues, “Probably with the same people…”
However, she states, “I learnt a long time ago that there’s only a limited number of people who
can be a voice for him, and that you do have to do it” (477-479).
Danielle perceives nurses as less powerful than doctors: “…[after dr has refused to sign
Workcover form] I mentioned it to the nursing staff and their hands were tied, there was
nothing that they could do…”
Because Danielle perceives the nursing staff are under pressure, she feels that her husband
would take up extra time (because of his individual needs) and that the nurses may not be able
to cope with the extra demands. ?Does this stop her from asking for things??
Danielle also uses the structure of hospitals to her advantage on some occasions (thus
supporting her actions). For example, as each of her family members’ were identified (through a
sign on their door) as ‘falls risks’, she would use the authority of that label to get her FM’s to be
more mindful of their mobility. She also asks staff sometimes to speak to the patient about
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particular issues where she doesn’t get any cut through. She does say though “you’d pick who
you asked” (l 711).
The context of Danielle’s experiences support her in her actions. As she is used to supporting
family members in hospital, she has become savvy in the best ways to get nurses’ and doctors’
attention. She also knows her family members better than the medical staff, particularly her
brother, and passes on information on his behalf. Danielle perceives her brother as vulnerable
due to his communication difficulties. And this spurs her on to make extra efforts to
communicate with the staff and to be there.
Danielle feels that her background in special education helps her to feel more confident in
raising concerns.
What comparisons can I make?
I can see some similarities between Danielle and Diana in terms of their focus on politeness.
However, Diana seems to have a better track record of results and is more persistent than
Danielle. Is persistence, or ‘being the squeaky wheel’ the difference in getting positive results?
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Appendix 16: Extract of early memo about the emerging process
Memo: Reaching the tipping point 21.7.14
I wonder if it would be worth investigating how people progress (those who do, anyway) from
taking action to taking control of care. What is the tipping point? And do others not reach that
point? Is that why they don’t get to take control?
Examples of ‘tipping points’ include Yvonne starting at 388 – starts to direct staff how to take
care of her mother, what finally got her to that point? Was she worried her mother might die?
Was the situation becoming quite dire? Seemed to be triggered after staff informed her that she
needed to accept her mother was dying. Was that the point at which she snapped?
Also for Sam – seemed to be when the staff were going to let his wife die that he started to
“take control” via the power of attorney etc., also doing things in defiance of doctors. Is this the
tipping point for others?
For Mary, the tipping point occurred at ll 76 when she decided that hospital was not making her
mother any better. She also took action to prevent further deterioration.
Sally reached a tipping point where she demanded that she be involved in the decision-making.
This was sparked by her feelings of horror that the doctors were going to amputate N-‘s legs and
her concerns that this would have extremely negative implications for her. But it’s interesting,
because at other times, Sally did not take control although she was very worried about what
would happen, she seemed to feel powerless to intervene in the system. It would be interesting
to explore and contrast this. How much of this has to do with context and structure? Also was
there an influence of Sally’s relationship with her mother (familial), versus her relationship with
N---?
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Appendix 17: Example of the development of theoretical concepts from different levels of
coding
Quotation

Initial code

Focused code

Theoretical
concept

“We had newspaper articles on
things that Will had done so I put
them all together in a folder. I took
them in and I presented them to the
head ICU doctor, and he had a flick
through them, and he said to me “Oh
well this paints a different picture
then.”

Dismissing
assumptions

Taking control of
treatment decisions

Wrestling for
control

And I’ve got the medical power of
attorney and I’m in there. I’m going
“Look, this is my medical power of
attorney. I’m telling you take her off
everything because I can’t cope with
this when she comes home.”

Powers of
attorney as
leverage

And anyway we got the nurse to
have a look at it and she took a piece
of hand towel from the wall, and she
wiped the wound with this hand
towel, and then stuck a normal piece
of Band-Aid across this wound that
had stuff coming out of it. [Yeah]
And I thought, “It doesn’t look right.”
So I waited until I saw the, the doc,
and I got him to have a look. And he
said, “Oh that’s all right. No
problem.”

Requesting a
second opinion

And I just sat in her ward and said
“I’m not leaving here ‘til there’s a
case conference and I’m involved”.

Demanding a
meeting

So I lost the plot and said "Take him
off all the medication!" They're
saying "You can't do that you cruel
mother! You can't do that!" And I
said "Yes I can!"

Defying medical
advice
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