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Abstract

Traumatic Brain Injury (TBI) can alter consciousness, cognition and behaviours,
threatening traditional understandings, recognition and expression of personhood
during rehabilitation nursing care. This thesis presents a substantive theoretical
understanding of the social processes that rehabilitation nurses engage in to
promote and preserve personhood during inpatient TBI rehabilitation. Using
purposive and theoretical sampling, 16 patients, 12 family members, and 39 nurses
from three Australian TBI rehabilitation units were engaged in semi structured
interviews, supported by field observations. Analysis followed Constructivist
Grounded Theory methods, guided by symbolic interactionism and social

constructionism.

Findings indicated that nurses’ main concern when aiming to promote and preserve
personhood is their need to engage with multiple and demanding decision-makers
encountered in their everyday practice. The subsequent Basic Social Process of
Dancing with Agency explains how nurses select strategies and interact with the
agency of others in delivering their care. The theory of Dancing with Agency has
three components. First, as nurses are protecting the body of the person,
physiological integrity takes priority over promoting a patient’s personal agency,
while a nurse’s autonomy is constrained by policies, procedures, and organisational
guidelines. Second, nurses actively engage the person who is the patient to
understand their personhood, promote their agency, and to find in-the-moment
opportunities to encourage participation in self-care activities. Third, in pursuit of

some sense of normality, nurses hand over the baton, gradually ceding their own

xiii



agency and expertise to support the person, family, and carers to take-back control
and decision-making. Contextual factors that influence this Dance include rigid, and
at times ineffective, team practices, the locked rehabilitation environment and use of
restraints, and the values, beliefs and experience of the individual nurse.
Rehabilitation nurses’ nuanced Dance with the Agency of multiple and demanding
decision-making players has implications for the personhood of their patients and the

enactment of their own clinical judgement in supporting rehabilitation goals.
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1 CHAPTER ONE: Introduction
1.1 Chapter Introduction

In this chapter, | first provide a personal statement clarifying my motivation for
conducting this research. Second, | provide an overview of traumatic brain injury
(TBI) as a major healthcare problem in Australia and globally. | provide an overview
of the systems of care for TBI in Australia and of the wider Australian Healthcare
system. The principles of rehabilitation and models of care delivery are discussed,
followed by an orientation to Australian nursing roles and nurses’ educational
preparation. The focus then narrows to consider rehabilitation nursing and the
Australian rehabilitation competency standards that address personhood. Finally, |
explicate the aim and significance of the study underpinning this thesis and conclude

the chapter by explaining the overall thesis structure.

My interest in pursuing a substantive research project in the field of TBI stems from
my current role as a Clinical Nurse Specialist in the Neurosciences Unit at a major
tertiary hospital in Australia. In my role, | provide expert clinical nursing care to
people presenting with TBI, and | interact with their family members and serve as
part of the multidisciplinary team that collectively manages inpatient and care

transition processes.

Having worked in this clinical setting for over 13 years, | have become familiar with
systems of care for people with TBI and how they are supported during the recovery
phase. | observed that patients with TBI and their families seemed to experience
several challenges as a consequence of the physical and physiological impacts

resulting from injury, the need to adjust to loss, and a new sense of self, while fitting
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in with the complexities of institutionalised healthcare. | also noticed the challenges
that neuroscience nurses faced as they interacted with patients in ways that
promoted respect and dignity, particularly when managing behaviours that nurses
and others found challenging. | then began to ponder how patients with TBI could be
better assisted during their hospital admission and later during the rehabilitation
phase. | decided that this was an area where | could advance my theoretical
knowledge, inform clinical nursing practice, and improve TBI care. | had a strong
conviction that the completion of this Grounded Theory study would enable the
development of novel understandings and contribute new theoretical knowledge that
could support the provision of quality person-centred care for people living with TBI

in rehabilitation settings.

1.2 Background to the study

1.2.1 Traumatic Brain Injury

TBI describes an acquired injury to the brain as a result of an external force which
may result in cognitive or physical impairments, the ramifications of which are
dependent on the severity and location of injury (Australian Institute of Health and
Welfare [AIHW], 2023). Throughout the world, TBI remains a major cause of
hospitalisation, disability, and death (Brazinova et al., 2021; Hiskens et al., 2023;
Roozenbeek et al., 2013; Shen et al., 2025; Yan et al., 2025). TBI severity can be
assessed using the Glasgow Coma Scale which evaluates level of consciousness
(GCS), the Post Traumatic Amnesia (PTA) duration in days and the Westmead PTA
scale (Tenovo et al., 2021). The spectrum of TBI severity can be mild (GCS 13-15),
moderate (GCS 9-12), or severe (GCS 3-8) (Pugh et al., 2021; Saatman et al.,

2008). PTA represents a period of cognitive impairment which occurs following TBI
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where the affected person may experience disorientation, confusion, and difficulty
memorising information (Schacter & Crovitz, 1977). People who sustain moderate to
severe TBI present with a spectrum of enduring impairments. These impairments
may affect cognition, memory, sleep, behaviour, attention, judgement, speech, and
psychosocial, physical and motor functioning (Arciniegas et al., 2002). In turn, these
effects may impact a person’s ability to perform daily living activities, engagement
with others, participation in recreation activities, employment and require the person
to rely on significant others, carers, and long-term rehabilitation support (Barman et
al., 2016; Yan et al., 2025). People with mild TBI regain baseline cognitive
functioning within three months of injury, while for those with moderate to severe
TBI, cognition may not be attained even beyond a period of two years post injury

(Arciniegas et al., 2002).

The WHO designated TBI as a worldwide public health problem due to its high
socioeconomic impacts and incidences, with the global burden of TBI estimated to
range from 50 to 74 million cases annually (Shen et al., 2025; Zhong et al., 2025). In
Australia, the incidence of hospitalisation for TBI remains under-reported. The most
recent nation-wide report estimates that between 2015 and 2020, 16,582 people
were hospitalised with moderate to severe TBI, and most of these people had further
injuries in other anatomic regions (AIHW, 2023). During the two years 2020 and
2021, there were 2,400 deaths from TBI (9.3 per 100, 000 population) (AIHW,2023).
For those who survive, the estimated lifetime cost is AUD$2.5 million to AUD$4.8
million per injured person (AIHW, 2023; Hunt, 2019). This incidence of an injury that

carries high levels of trauma and disability is of concern to nurses working in this
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specialty, and to administrators who manage the human and economic resources

related to TBI care.

Most incidences of TBl among Australian adults are due to motor vehicle accidents
and falls, with additional causes including physical assaults and sports-related
accidents (AIHW, 2023). Most people with TBI are male (AIHW, 2007). About one-
quarter of injuries occur within the age range of 15 to 24 years (AIHW, 2021), while
one third are sustained by people aged 65 or older (AIHW, 2023). This demographic
and epidemiology data is consistent with registry reports from the United States of
America (USA) (Centres for Disease Control and Prevention (CDCP), 2024 ), United
Kingdom (UK) (Lawrence et al., 2016; Quintard, et al., 2021), and Europe (Brazinova
et al., 2021). In Australia, Aboriginal and Torres Strait Islander people are over-
represented in TBI statistics, and this over-representation is similar for indigenous

people worldwide (Golding, et al 2025).

1.2.2 An overview of systems of care for TBI in Australia

The Australian health system ranks amongst the best in the world and contains both
public and private healthcare providers (Australian Government Department of
Health, Disability and Ageing (AGDHDA, 2025). Public hospitals are jointly funded by
the central or Commonwealth Government and the state or territory governments.
These hospitals are run by state and territory governments and provide free
healthcare services, including inpatient brain injury rehabilitation. There are also
private providers, such as general practitioners (GPs), medical specialists, urgent
medical centres, allied health professionals, and nurses who provide healthcare

services to the public for a fee (AGDHDA, 2025). In the private hospital system, a
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patient must have private health insurance to receive treatment. While those with
private health insurance can also use their private health cover benefits within the
public hospital system, having private insurance is not a precondition for admission
into public hospital care system. The Australian health system faces multiple
challenges relating to the increased demand for services generally (AGDHDA,

2025).

Many people begin their inpatient TBI care journey in an Intensive Care Unit (ICU).
In Australia and New Zealand (2013-2022), acute brain injuries (inclusive of TBI)
account for 14% of unplanned admissions to ICU. Compared to other ICU patients,
people admitted with an acute brain injury are more likely to receive mechanical
ventilation, have higher ICU and hospital length of stay, and higher 90-day and 180-
day mortality. They also have a greater likelihood of discharge to either a

rehabilitation facility, a chronic care facility, or a nursing home (Golding, et al., 2025).

Upon discharge from ICU, acute inpatient care is then provided in specialist
neuroscience units with specific medical, nursing, and Allied Health expertise.
Australia is a geographically challenging landscape for acute and chronic injury
management with most of the population and therefore, medical services,
concentrated in coastal regions (AIHW, 2023). While people living in major cities
have immediate access to care for acute and chronic injury, those in less urban
regions are disproportionately affected by brain injury and experience a lack of
access to trauma services that can offer immediate medical treatment. People living
in very remote regions are more than three times more likely to experience brain

injury (AIHW, 2023). People and their families affected by serious TBI, and
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accessing either critical care, acute care, or inpatient injury rehabilitation, are often a
long way from home and sources of support (AIHW, 2023). Australian TBI registry
data revealed an independent increase in the odds of in-hospital death when injury
occurred in remote areas, and reduced odds of dying in hospital for the higher
density states of NSW and Victoria (O'Reilly, et al. 2025). Other factors impacting
outcomes post TBI have been reported as access to support structures that facilitate
treatment and recovery, ethnicity, social-economic status, sex, and statuses relating

to education, employment and insurance (Berwick et al., 2022; Ponsford, 2013).

The level of GCS has been reported as a valid predictor of inpatient mortality post
TBI with a score of eight or less linked to mortality (Chi et al., 2006). Having longer
duration of PTA and lower GCS are predictive of poorer functional outcomes and
less chances for employment post TBI (Ansari et al., 2025; Avesani et al., 2005).
Among older adults, moderate to severe TBI is associated with higher mortality (Chi
et al., 2006; Khan et al., 2017). However, individuals with TBIl aged over 65 years
may handle personal emotions better and have a lower risk for psychiatric morbidity

than those aged 18-65 (Deb & Burns, 2007; Ponsford, 2013).

Pre-injury education level is associated with higher employment and integration into
the community post injury (Wood & Rutherford, 2006). A lack of social support is
associated with poor social and psychological well-being for people with TBI
(McCarthy et al., 2006). The pattern of family functioning pre-injury determines how
family members adjust post TBI with better outcomes present for the family where
pre-injury family functioning levels are high (Always et al., 2012; Downing et al.,

2021). From an Australian context, individuals with TBI from culturally and
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linguistically diverse (CALD) backgrounds were found to have lower levels of
employment and social integration when compared to those who were native English
speakers (Ponsford et al., 2020: Saltapidas & Ponsford, 2008).This suggests that
ethnicity, cultural beliefs, practices, traditions of coping can influence outcomes post

TBI.

1.2.3 Support schemes for people with TBI

A variety of schemes support health expenses and professional carers for people
living with TBI after discharge. Table 1 provides an overview of some of the key

schemes that offer support services.
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Scheme

Description

Eligibility

What is covered

National
Disability
Insurance
Scheme (NDIS)

A national scheme that provides funding for
support and services directly to people with
disability (NDIS, 2025)

Eligibility criteria requires a person to:

-be an Australian citizen, permanent resident or
a protected special category visa holder living
in Australia

-have a disability as a result of permanent
impairment

-be in need of disability-specific supports to
accomplish activities of daily living (NDIS, 2025)

Funding is provided for services, items, and equipment that
support the person living with a disability caused by a
permanent impairment that is intellectual, cognitive,
neurological, sensory, physical, or psychosocial (NDIS, 2025)

Compulsory
Third Party (CTP)
Insurance

A News South Wales (NSW) based personal
injury insurance policy which protects the
driver of the motor vehicle from liability if
they were to injure or cause the death of a
person or people in a motor accident. It
covers the cost of injuries caused by your
vehicle to the people involved in an accident,
including the driver (State Insurance
Regulatory Authority, SIRA, 2024.) CTP in NSW
is covered by 6 insurers.

The driver of a vehicle and all third parties
involved, including drivers, pedestrians,
passengers, cyclists and motorcyclists,
regardless of fault (unless you are charged with
a serious driving offence) (SIRA, 2024)

All injured people, regardless of fault, can claim up for up to
6-12 months. If one is not at fault and their injuries are
more serious, they may be able to claim benefits beyond
this period. Those who have been severely injured may also
be eligible for the Lifetime Care & Support Scheme. (SIRA,
n.d.) which also covers treatment and care expenses post
motor vehicle accident, personal injury benefits, and
income support (SIRA, 2024)

Insurance and
Care services
(iCare)

Provides insurance and care services that
covers long-term care for injuries resulting
from roads or workplace incidences in NSW
(iCare, 2025)

Specific eligibility criteria require the injury to
have occurred at work, in the state of NSW,
and where the employer has a workers’
insurance policy (iCare, 2025)

Covers anyone injured at work through workers’
compensation. Support amount and duration is dependent
on type, nature and severity of injury sustained while at
work. Covers workplace injury which may be psychological
or physical such as brain injury, spinal cord injury,
amputations, and burns (iCare, 2025)

Table 1: Key Insurance supports that facilitate TBI rehabilitation in the state of New South Wales, Australia.

18




1.2.4 Rehabilitation

Rehabilitation is a whole of person approach that seeks to maximise function, across
physical, social, psychological, and work domains for an individual experiencing
disability, and it may include modifying the person’s environment (Agency for Clinical
Innovation [ACI], 2021). Typically, rehabilitation focusses on goals considered

meaningful to the person (ACI, 2021).

Rehabilitation in Australia is provided through three areas: 1) in-reach services,
where specialist multi-disciplinary teams provide early rehabilitation interventions
during acute hospitalisation; 2) inpatient rehabilitation facilities that may be co-
located with hospitals or are stand-alone facilities; and 3) outreach rehabilitation, a
consultative hub and spoke model whereby a larger specialist rehabilitation service
supports a smaller health setting (ACI, 2019). Ambulatory care programs are an
important tier of rehabilitation, and they are delivered through outpatient, day
hospital, or home-based programs. The scope of these programs means that a
person’s rehabilitation needs are met by diverse health disciplines, services, and

external agencies (National Health Service, 2016).

In NSW, the Brain Injury Rehabilitation Network (within the NSW Agency for Clinical
Innovation — one of four pillars of NSW Health) monitors the State’s TBI model of
care, promotes equity and access to services, incorporates consumer and family
perspectives in development and evaluation of services, develops education
resources and training opportunities, and supports strategies to translate brain injury
rehabilitation research into practice. The Network incorporates 15 Brain Injury

Rehabilitation Programs across NSW (ACI, 2021).
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1.2.5 Rehabilitation nursing

Rehabilitation nursing facilitates the attainment of optimal outcomes for people
receiving care in rehabilitation settings (Australian College of Nursing, 2022).
Rehabilitation nurses are best able to meet a person’s needs when they have
appropriate education and training to deliver effective care that facilitates the
attainment of rehabilitation goals (Pryor & Smith, 2002). The Australasian
Rehabilitation Nurses’ Association (ARNA, 2023) is the peak body that informs
education and training for rehabilitation nurses. Rehabilitation nurses are required to
conform to a specific set of competencies (ARNA, 2023) and align with the general
scope of practice classifications found in a range of specialties in NSW (NSW

Health, 2023).

There are two categories of nurses in Australia: Registered Nurses (RNs) and
Enrolled Nurses (ENs). The educational preparation of these two categories of
nurses follows a number of pathways. While RNs typically undergo three years
education at the University level, ENs are educated in the Technical and Further
Education (TAFE) institutions, whose curricula span 1.5 years. RNs and ENs have a
different scope of practice and, at all times, ENs work under the supervision of RNs.
In NSW, advanced practice classifications of RNs include Clinical Nurse Specialist
(CNS), Clinical Nurse Educator (CNE), Clinical Nurse Consultant (CNC), and Nurse
Practitioner (NP). These roles usually require postgraduate qualifications, and

recognition of professional expertise and leadership (NSW Health, 2023).
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1.2.5.1 Rehabilitation nurse competencies

The Australasian Rehabilitation Nurses’ Association (ARNA) Rehabilitation Nursing
Competency Standards for Registered Nurses (2023), and the Rehabilitation
Practice Guideline for Enrolled Nurses, offer guidance that informs the practice of
rehabilitation nursing. The ARNA (2023, p.26) Rehabilitation Nursing Competency
Standards have seven domains and those that directly relate to promoting and
preserving personhood for the person receiving rehabilitative care are summarised
below:
(1) The rehabilitation approach:
e Seek to actively know each person as an individual in “their context and
possess a sense of their personhood” (Competency Element 1.2, ARNA,
2023, p.11).
(2) Teaching and coaching:
e Support “the development of knowledge and skills in significant others and
formal carers through teaching and coaching” (Competency Element 2.4,
ARNA, 2023, p.12).

(3) Observation, assessment and interpretation:

e Incorporate these three elements within their daily routines as “core activities

for getting to know the person and planning their response” (Competency

Element 3, ARNA, 2023, p.16).

e Base “the choice of intervention, timing, duration, frequency and approach for

the nursing response upon the assessment of the person in their context at
that point in time, being mindful of the long term and short term goals”

(Competency Element 3.2, ARNA, 2023, p.16).
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4) Administering and monitoring therapeutic interventions.

e Promote “the person’s self-determination, the attainment of goals and
maximisation of safety” (Competency Element 4.5, ARNA, 2023, p.19).

e Nurses contribute to “the person’s rehabilitation through active participation in
allied health and medical interventions, including collaborative assessment,
planning, implementation and evaluation of interventions with the person,
significant others and/or formal and informal carers and the rehabilitation
team” (Competency Element 4.6, ARNA, 2023, p.19).

(5) Managing rapidly changing situations:

e Use a “repertoire of skills to effectively manage a variety of rapidly changing
situations, that may be related to physiological, psychological, social or
spiritual dimensions of the person, significant others, formal and informal
carers and/or the rehabilitation team” (Competency Element 5.5, ARNA, 2023,
p.22).

(6) Management, advocacy and co-ordination:

e Liaise “with significant others and/or formal and informal carers to support the

achievement of the person’s goals” (Competency Element 6.5, ARNA, 2023,

p.23).

The Competency Standards are a living document and are subject to periodic review
to ensure currency. Rehabilitation nurses work around the clock and target the
achievement of set goals across the person’s rehabilitation world. The rehabilitation
nurses are considered an integral member of the interdisciplinary care team, and
they are well positioned to provide collaborative leadership as they navigate complex

pathways and discharge plans (ARNA, 2023).
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1.2.6 Brief overview of challenges faced by patients with TBI,
families and nurses

Challenges faced by patients with TBI encompass difficulty living with impairments
(e.g. self-awareness, physical, cognitive and emotional), along with behavioural and
mental health challenges (Di Somma & Fleming, 2024). Patients with TBI experience
varying levels of self-awareness and apathy that affect motivation to participate in
rehabilitation (Bivona et al., 2019; Geytenbeek et al., 2017; McCabe et al., 2024).
Impaired self-awareness in patients with TBI can lead to difficulty with social
adjustment, and an inability to determine personal limitations and their

consequences (Dromer et al., 2021; English et al., 2016).

Families of patients with TBI face multiple challenges arising from changed emotions
and behaviours such as aggression, anxiety, distress, frustration, and irritability.
These could lead to changes in family member roles, family ways of living and a
destabilisation of family dynamics (Whiffin et al., 2021). Making life adjustments in

the context of TBI care can also be difficult for family members (Oyesanya, 2017).

Family members are faced with a sense of isolation, and with fear and helplessness
brought about by the person’s injury. Families may struggle to find answers that are
not readily available and may become frustrated if health professionals ignore or do
not engage with them in the assessment and delivery of care (Whiffin et al., 2021).
This lack of engagement between families and professionals leads to a lack of
congruence in patient and family expectations, particularly in relation to TBI
prognosis and recovery (Oyesanya et al., 2021). Families’ intense grief and emotions
can last for years, generating overwhelming and complex reactions that are

challenging to deal with (Whiffin et al., 2021).
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Nurses who care for patients with TBI have described the negative impacts of
organisational resource limitations on the quality of TBI nursing care (Nayeri et al.,
2022). They have also reported a lack of guidelines, education and clinical
knowledge, particularly related to care modifications and interventions for patients

with residual cognitive impairment (Oyesanya et al., 2018).

1.2.7 Elements of personhood and person-centred nursing care

Personhood can be understood as “a state or experience of being recognised as a
person” (Derakhshan et al., 2025 ,p.127). Literature suggests that personhood is a
multifaceted concept, with no universally recognised definition (Derakhshan et al.,
2025; Kivunja et al., 2024). However, several domains have proposed including
moral personhood (moral worth of humans), natural personhood (accorded to all
humans) and legal personhood (as an entity entitled to rights) (Derakhshan et al.,
2025). Personhood is relational in that an individual is connected to others with

whom meanings are shared and conveyed (Derakhshan et al., 2025).

Person-centred nursing care encompasses application of nursing strategies that are
respectful and empowering for the person receiving care while acknowledging
therapeutic humility (Chochinov et al., 2023). In enabling nursing care that addresses
personhood, McCance and McCormack (2025) propose a mid-range theory (the
Person-Centred Nursing Framework). Important domains are 1) the attributes of the
nurse (professional competence and commitment, interpersonal skills, clarity of
beliefs and values, and self-awareness); 2) the care environment (adequate skill mix,
systems that promote shared decision-making and shared power, effective staff
relationships and organisational systems, suitable physical environment, and the

enabling of innovation and risk-taking); 3) person-centred nursing processes
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(working with people’s beliefs and values, having a sympathetic presence, engaging
authentically, sharing power and providing holistic care); and 4) outcomes of
effective person-centred care (a good care experience for patients, their families,

and nurses).

1.3 Aim of the study and research question

The aim of this study is to develop a substantive explanatory theory of the social
processes that promote' and preserve? personhood in TBI nursing care within
rehabilitation settings from the perspectives of patients, family members and nurses.
This study was guided by the following research question:

What are the social processes that promote and preserve personhood in TBI

nursing care?

1.4 Significance of the study

This thesis provides a theoretical explanation of human interactions in TBI
rehabilitation. Older research suggests people who have experienced TBI face
disruption to their ways of thinking, moving, and being in the world (Kneafsey &
Gawthorpe, 2004). During rehabilitation care, they are challenged to relearn tasks
that were once taken for granted. Their head injury may change their perceptions of
people and the world, and in turn, their behaviours. They may not remember
important people and past activities. These changes mean that people may be

vulnerable to threats to their personhood, while family members may be struggling

1 My use of the phrase to “promote personhood” refers to an extension beyond the current recognition
and expression of personhood.

2 My use of the phrase to “preserve personhood” refers to avoiding a loss of the current recognition
and expression of personhood.
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with a sense of loss of the person they knew, and important relationships need to be

redefined (Kneafsey & Gawthorpe, 2004).

Nurses and others use various mediums of interaction when providing care which
has implications for personhood (Oyesanya et al., 2017). Elements of personhood
that are inherent (for example, one’s culture, one’s web of relations, and one’s rights)
may be recognised and preserved, while elements of personhood that need to be
redefined or regained following injury (such as self-expression, agency, autonomy,
freedom of movement, and capacity for self-care) may require targeted care plans
and nursing approaches (Oyesanya et al., 2017) that promote lost expressions of
personhood. This thesis may challenge nurses to evaluate practices that are
potentially distressing to patients, families, and carers, and to prioritise person-

centred strategies that may be of more value.

1.5 Structure of this thesis

Chapter 1 presents the introduction and background for the study, overview of
systems of care for TBI in Australia, explains the concept of rehabilitation and
rehabilitation nursing in Australia. Rehabilitation nurse competences are illustrated
including the support schemes for people with TBI. The chapter also provides a
background to the challenges that patients, families and nurses experience as a
result of TBI, and presents the aim of the study, the significance of the study and

structure of the Thesis.

Chapter 2 discusses the role of literature review within Grounded Theory studies. A
discussion about the positioning of literature review in the methodology of Grounded

Theory, and its application in this thesis is provided. A peer reviewed integrative
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review on the giving and receiving of care in TBl is embedded. A published
discussion paper focused on the conceptualisation of personhood for people with

altered cognition is also presented.

Chapter 3 explains the research methodology and the methods used to
operationalise the study. The research focus, research paradigm, symbolic
interactionism and historical development of Grounded Theory are explained.
Constructivist Grounded Theory, informed by Charmaz (2006, 2014, 2025), is
justified as the guiding methodology for the study underpinning this thesis.

The research methods are explained, including the research setting, research team,
and impacts of COVID-19 pandemic on the study. Aspects pertaining to ethics
approval, researcher reflexivity, ethical design, and recruitment and sampling are
presented. A published discussion paper explores the pertinent ethical issues
associated with navigating the role of clinician researcher, and strategies to enhance
the ethicality of TBI research design is embedded. The methods used for data
collection and data analysis are explained. The use of memos, diagramming,
Storyline and the identification of the main concern are presented. There is a
clarification of the criteria used to evaluate the Grounded Theory developed in this

study and how rigour was enhanced using the COREQ Framework.

Chapter 4 explores the main concern and the basic social process pertaining to the
study. The substantive theory of Dancing with Agency is explained through three

non-linear components: protecting the body of the person; engaging the person who
is the patient; and handing over the baton. The contextual factors that influence this

Dancing with Agency, are presented.
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Chapter 5 summarises and discusses the key elements and contributions of the
substantive Constructivist Grounded Theory of Dancing with Agency. The strengths
and limitations of the study underpinning this thesis are considered, and the findings
are synthesised and compared with the wider global literature. Recommendations
are made for nursing practice, education, policy and further research. Conclusions

are then drawn.

1.6 Chapter summary

In this chapter, | have provided an overview of TBI as a healthcare problem in
Australia and worldwide, and the systems of care that support people recovering
from TBI. The general aims and principles of rehabilitation are summarised, along
with the models of care delivery. The educational preparation of nurses in Australia
was explained, and the competency standards for rehabilitation nurses were noted
as they relate to ideas of personhood. The aim and significance of the study
underpinning this thesis were expounded, and the structure of this thesis was
outlined. In the next chapter, | provide details of the literature reviewed before and

during this study.
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2 CHAPTER TWO: Literature Review
2.1 Chapter introduction

In this chapter, | explore the use of literature in Grounded Theory studies. | present
the personal circumstances that situate me in relation to this literature review, as a
neuroscience nurse and doctoral student, and | clarify my approach to navigating
literature during the study. This chapter includes two published peer-reviewed
papers: the first is an integrative review exploring experiences of giving and receiving
care in TBI (Kivunja et al., 2018); and the second is a discussion paper that
conceptualises personhood in nursing care for people with altered consciousness,

cognition, and behaviours (Kivunja et al., 2024).

2.2 Use of literature in this study

In contemplating the position of literature in this study, | am aware that the timing of
literature review in Grounded Theory is contested among theorists of this
methodology (Charmaz, 2025; Corbin & Strauss, 2008; Dunne, 2011; Flick, 2018;
Glaser, 1978). Glaser and Strauss (1967) advised against undertaking an initial
review of the literature around the area of substantive interest. Glaser (1978) later
recommended that researchers delay reviewing literature. The rationale is that
delaying reference to literature prevents the possibility of researchers developing
theoretical preconceptions that could unduly influence the study findings (Deering &
Williams, 2020). However, thinking about the role of literature in Grounded Theory
studies has evolved over time. Strauss and Corbin (1998) recommend the use of
literature in combination with a reflective rather than a blank mind. Alternatively,

Charmaz (2014) sees exclusion of pre-existing knowledge as impractical, given that
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research proposals, including those for grants and higher degree research
candidature, require a sophisticated knowledge of leading theories and research in
the field. Extant theories, literature and prior knowledge are valuable ingredients that
can be used when constructing grounded theories (Charmaz, 2014; Clarke et al.,
2018). There is a suggestion that the debate and consensus is now centred upon
when and how an extensive literature review should be conducted, rather than on

whether one should be conducted prior to analysis (Dunne, 2011).

As a Clinical Nurse Specialist caring for people with TBI, | have pre-existing
knowledge of patient and family characteristics, person-centred care needs, and a
body of literature that supports evidence-based care. Equipped with this pre-
acquired clinical knowledge | could not enter the field as ‘blank slate’. Rather,
Grounded Theory researchers should take a critical and reflective approach to
literature. For Charmaz (2014), these perspectives and knowledge strengthen the
researchers’ theoretical sensitivity and, consequently, earlier reference to literature is
considered beneficial for constructing theories that are grounded in data. | embraced
this position and incorporated the two literature reviews undertaken while conducting
this study (Kivunja et al., 2018; Kivunja et al., 2024) to inform the development of the

substantive theory of nurses Dancing with Agency.

The first included paper is an integrative review of experiences of giving and
receiving care in TBI (Kivunja et al., 2018). The paper synthesises findings from
studies that included either patient, family members, or nurse experiences. This early
scoping work allowed me to avoid ‘reinventing the wheel’, while finding an

opportunity to fill a knowledge gap. The most influential finding for the development
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of this study was that ‘seeking personhood’ (of the person with TBI) was an
important cross-cutting theme that explained experiences across my three
participant groups. Personhood then provided the focus for my study. This review
also clarified that no single study incorporates the views of patients, family members,
and nurses. Furthermore, in this literature, there appeared to be a mismatch in
experiences of person-centred care across these cohorts. This insight influenced my
study design to engage with the experiences of people with TBI, their family

members, and nurses.

In an early informal review of the construct of personhood, | used literature initially to
define my use of the term as a foundational theoretical construct and to help the
development of an interview guide. A working definition of personhood also helped
me to describe the purpose of my study to participants, given that personhood may
be an unfamiliar or abstract concept to some people. Later in the research, after
initial interviews and field observations, | returned to the personhood literature in
greater depth to enhance my theoretical sensitivity and to consider further lines of
enquiry in my subsequent data collection (Charmaz, 2014). | developed the second
included paper: “Conceptualising personhood in nursing care for people with altered
consciousness, cognition and behaviours” (Kivunja, et al., 2024). This work opened
my mind to the different ways in which personhood is expressed across cultures, and
how it might be either threatened or promoted by a range of conditions that, like TBI,
could alter consciousness, cognition, and behaviours. This broader focus was
adopted because of the limited literature that directly explored personhood in TBI
care. In particular, this work helped to support my theoretical understanding of the

body as integral to personhood and how personhood is sustained through a web of
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relations, including the family members and significant others. Engagement with this
literature supported greater critical thinking about the developing analysis (Birks &

Mills, 2023; Bryant & Charmaz, 2007; Thornberg, 2012).

Charmaz (2014, p.307) advises that the “researcher should tailor the final version of
the literature review to fit the specific purpose and argument of his or her research
report”. As a researcher engaged with this literature, | constantly reflected on how
prior knowledge from the literature might either impede or impose upon my
interpretation of the phenomena during the study and to consider how such impacts

could be minimised (Flick, 2018).
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Aims and objectives: To synthesise the literature on the experiences of giving or
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Background: Traumatic brain injury represents a major source of physical, social and
economic burden. In the hospital setting, people with traumatic brain injury feel excluded
from decision-making processes and perceive impatient care. Families describe inade-
quate information and support for psychological distress. Nurses find the care of people
with traumatic brain injury challenging particularly when experiencing heavy workloads.
To date, a contemporary synthesis of the literature on people with traumatic brain injury,
family and nurse experiences of traumatic brain injury care has not been conducted.
Design: Integrative literature review.

Methods: A systematic search strategy guided by the PRISMA statement was con-
ducted in CINAHL, PubMed, Proquest, EMBASE and Google Scholar. Whittemore and
Knafl's (Journal of Advanced Nursing, 52, 2005, 546) integrative review framework
guided data reduction, data display, data comparison and conclusion verification.
Results: Across the three participant categories (people with traumatic brain injury/
family members/nurses) and sixteen subcategories, six cross-cutting themes
emerged: seeking personhood, navigating challenging behaviour, valuing skills and
competence, struggling with changed family responsibilities, maintaining productive
partnerships and reflecting on workplace culture.

Conclusions: Traumatic brain injury creates changes in physical, cognitive and emo-
tional function that challenge known ways of being in the world for people. This alters
relationship dynamics within families and requires a specific skill set among nurses.
Relevance to clinical practice: Recommendations include the following: (i) formal
inclusion of people with traumatic brain injury and families in care planning, (i) routine
risk screening for falls and challenging behaviour to ensure that controls are based on
accurate assessment, (iii) formal orientation and training for novice nurses in the man-
agement of challenging behaviour, (iv) professional case management to guide access to

services and funding and (v) personal skill development to optimise family functioning.
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1 | INTRODUCTION

In Australia and worldwide, traumatic brain injury (TBI) represents a
major public health problem (Langois, Rutland-Brown, & Wald,
2006). TBI is an injury to the brain that results from an external
impact or force and can lead to disruption of normal cognitive func-
tion (Centers for Disease Control and Prevention (CDCP, 2014).
People with TBI experience varying levels of emotional, behavioural
and physical changes including physical disabilities which may impact
on their quality of life and social functioning (Centers for Disease
Control and Prevention, 2014).

In Australian hospitals, and in clinical settings worldwide, the
everyday care needs of people with TBI are primarily provided by
nurses working within multidisciplinary healthcare teams. The setting
for this care includes emergency departments (ED), intensive care
units (ICU), specialist brain injury units (BIU), general ward environ-
ments and community outreach services. The clinical care tasks of
nurses will vary according to the individual person’s needs, and
whether they present with mild, moderate or severe TBI. Effective
nursing care also relies on a therapeutic relationship with family
members to maximise positive care outcomes (Fleming, Sampson,
Cornwell, Turner, & Griffin, 2012).

An initial review of the literature indicates the experience of
both receiving and providing care for TBI is complex. People hospi-
talised with TBI can experience challenges to care, describing multi-
ple examples of feeling disempowered (Chamberlain, 2005; Coco,
Tossavainen, Jadskeldinen, & Turunen, 2011; Fleming et al., 2012;
Jumisko, Lexell, & Soderberg, 2007; Webster, Taylor, & Balchin,
2015). The physical and psychological impact of TBI can be dis-
tressing for the entire family, who commonly describe a combina-
tion of insufficient information and an overwhelming care burden
(Family Caregiver Alliance, 2017). Nurses may struggle to meet the
care needs of people with TBI, particularly when they exhibit chal-
lenging behaviour (Chen, Davis, Davis, Pan, & Daraiseh, 2010).
While individual studies of people with TBI, family and nurse expe-
riences offer insights into the challenges of managing TBI, it is still
unclear how common such experiences are across various health-
care settings. It is thus timely to synthesise literature related to
giving and receiving care in TBI, particularly given that the experi-
ences of care are based on interpersonal understandings and inter-
changes between people with TBI, and professional and informal
caregivers.

For the purpose of this integrative review, the term “care” refers
to the provision of services necessary for the maintenance of the
physical, social and psychological welfare of people with TBI, their
family members and primary nurse carers. The term “experiences”
refers to events or incidences a person encounters during the course
of giving or receiving care within a TBI care environment.

This review was guided by the following research question:
“What are the experiences of giving and receiving care in trau-
matic brain injury from the perspectives of people with TBI, their
family members and nurses in hospital or rehabilitative care set-
tings?”

Journal of 1305
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What does this paper contribute to the wider
global community?

There is a mismatch in perceptions of person-centred
care between people with traumatic brain injury (TBI) and
nurses. People with TBI feel controlled and constrained,
and TBI puts significant stress on family dynamics. Under-
skilled nurses are overwhelmed by their caring role.

People with TBI and families need a partnered approach
to care planning, case management for service access and
personal skill development to optimise family functioning.
Nurses need evidence-based protocols and training to

manage challenging behaviour, and a structured orienta-
tion for novice nurses to the TBI environment is essen-
tial.

2 | BACKGROUND

Australian epidemiological data indicate that over 22,000 people
(around one per thousand) were hospitalised due to TBI between
2004 and 2005 (Brain Injury Australia, 2016). Similarly, in the United
States of America (USA), TBI remains a major health problem with
approximately 2.5 million people hospitalised each year and up to
52,000 deaths annually (CDCP, 2014). Children under 4 years, ado-
lescents between 15 and 19 years and adults 65 years or older are
most likely to experience TBI, with males having a higher incidence
(59%) (Faul, Xu, Wald, & Coronado, 2010). In Europe, the overall TBI
incidence is estimated at 262 per 100,000 people per year (Peeters
et al., 2015). The leading causes of TBI are falls (35.2%), motor vehi-
cle accidents (17.3%) and physical assaults (10%). Among young
adults, TBI is most often due to road accidents, whereas among the
youngest and oldest, falls are the main causes (Faul et al., 2010).

Traumatic brain injury can be devastating to the people affected
as it may lead to physical disabilities such as limb weakness, and psy-
chological changes such as memory and cognition impairment, stress
and sensory limitations. The long-term effects of TBI may include
epilepsy and/or depression depending on the extent of the injury
(Langois et al., 2006). Physical and cognitive difficulty can limit a per-
son's ability to return to work impacting their capacity to be self-reli-
ant and often leading to welfare dependency (Hooson, Coetzer,
Stew, & Moore, 2013).

While experiences of people with TBI remain understudied, find-
ings indicate that people feel excluded from decision-making, receive
conflicting information regarding treatment and feel mistreated by
professional caregivers who fail to listen or who give care impa-
tiently (Chamberlain, 2005; Coco et al., 2011; Fleming et al., 2012;
Jumisko et al., 2007; Webster et al., 2015).

Traumatic brain injury has impacts beyond the injured person
because of the intensity of their daily care needs. Family caregivers
of people with moderate-to-severe brain injury report dissatisfaction
with many aspects of caregiving, particularly related to the burden
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of care and their own perceived level of mastery over caregiving
skills (Jumisko et al., 2007). Families also report anxiety, depression,
fatigue, distress, anger, strain to family dynamics and significant
changes to their way of life (Family Caregiver Alliance, 2017; Kao &
Stuifbergen, 2004). The limited literature examining the experience
of family members records a lack of appropriate education, informa-
tion and support for psychological stress (Coco et al., 2011). The dis-
tress of people with TBI and their families impacts on professional
staff, with nurses encountering physical assaults from people with
TBI and aggression from family members. To add to the burden for
nurses, inadequate staffing ratios can at times lead to heavy work-
loads (Chen et al., 2010).

A more comprehensive understanding through a synthesis of TBI
care research from multiple perspectives is now required. This will
contribute to deeper understanding of how therapeutic interactions
are experienced and the enablers and challenges to person and fam-
ily-focused care.

3 | AIM

The aim of this integrative review was to synthesise literature
related to the experiences of giving and receiving TBI care from the
perspectives of people with TBI, their family members and nurses
interacting with hospital or rehabilitation services to provide direc-
tion for improvement in nursing care provision and further research.
The experience of receiving care will be considered from the per-
spectives of both people with TBI and family members, while care-
giving will be explored from the perspectives of both family

members and nurses.

4 | METHODS

The framework outlined by Whittemore and Knafl (2005) guided
this integrative review. This approach allows researchers to review
primary sources that use multiple research methodologies. When
well-conducted, this framework also provides a view of a phe-
nomenon from multiple perspectives, which can inform, and guide
practice in clinical nursing (Whittemore & Knafl, 2005). Whitte-
more and Knafl's six-stage strategy for rigour enhanced the quality
of the review. This included problem identification, literature
search, data evaluation, data analysis and data presentation.
Table 1 illustrates the decisions and issues associated with the
integrative review process.

Additionally, Whittemore and Knafl's ten elements of data analy-
sis were used to ensure that a robust evaluation was performed,
including accurate identification of patterns and themes across the
literature. The ten elements of data analysis included; noting pat-
temns and themes, seeing plausibility, clustering, counting, making
contrasts and comparisons, discerning common and unusual patterns,
submitting particulars into the general, noting relations between

variability, finding intervening factors and building a logical chain of
evidence. These elements are presented in Table 2.

The databases of CINAHL, PubMed, Proquest, EMBASE and
Google Scholar were searched between January 2017-April 2017
according to predetermined inclusion and exclusion criteria (See
Table 3). Because there was very limited research that focused solely
on the family members, we placed a generous time limit (from 1995)
to capture these experiences. The key words used included the fol-
lowing: traumatic brain injury, nurses, patients, families, experiences,
nursing care, hospital and rehabilitation. Medical Subject Headings
(MeSH) included the following: brain injuries, right hemisphere inju-
ries, left hemisphere injuries, inpatients, practical nurses and care-
givers. The key words were also searched in combination using
Boolean operators "“OR” and "AND." Table 4 gives further details of
the search strategy.

During the literature search, reference was made to the Pre-
ferred Reporting Items for Systematic Reviews and Meta-Analyses
(PRISMA) statement and a PRISMA flow diagram was developed
(See Figure 1) (Moher, Liberati, Tetzlaff, & Altman, 2009). The ini-
tial search resulted in a large number of papers (n = 3,510), and
additional papers were also identified via a manual search of ref-
erence lists (n = 18), resulting in a total of 3,528 papers. Duplicate
articles and nonprimary research abstracts were removed
(n = 3,309). The abstracts of the final 219 papers were screened,
and of these, 111 papers clearly did not meet the inclusion crite-
ria and were removed (See Figure 1). Four papers that examined
acquired brain injury (ABI) were included because a percentage of
participants had acquired a brain injury due to TBI (Erikson, Karls-
son, Borell, & Tham, 2007; Gebhardt, McGehee, Grindel & Tes-
tani-Dufour, 2011; Pryor, 2005; Turner et al., 2007). The texts of
the remaining articles (n = 108) were read in full. A further 77
papers were removed following application of the exclusion crite-
ria. In total, 31 papers were considered at a level that was satis-
factory for inclusion in this review.

Each paper was independently assessed and systematically
appraised for methodological rigour using the McGill Mixed Methods
Appraisal Tool (MMAT-Version 2011) (Pluye et al., 2011). This tool-
guided assessment with specific criteria for gqualitative studies,
descriptive quantitative surveys and mixed methods studies included
in this review. The quality appraisal items included clarity of the
research question and aims, appropriateness of methodology and
analysis, relationship between the findings and the research setting
and relationship between researchers and participants. For quantita-
tive surveys, it included the validity of the measurement instrument
and response rates. For mixed methods, it considered the integration
of qualitative and quantitative components. Studies with a qualita-
tive appraisal measurement of <50% were excluded. Quality apprai-
sal details appear in Table 5.

Traumatic brain injury can create particular ethical challenges
regarding capacity for consent. All included studies had Human
Research Ethics Committee approval, their processes seemed rea-
sonable, and all their participants provided written consent.
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TABLE 1 Six stages of the integrative review process (Whittemore & Knafl, 2005)

Stage of review

Problem
identification

Literature search

Explanation of methodological process

TBI remains a major health problem worldwide that affects individuals, families and communities. Traumatic brain injury (TBI)
care settings are dynamic clinical environments that necessitate the therapeutic interaction between people with TBI, families
and nurses, These three subgroups of persons, experience issues and challenges arising from physical disability including limb
weakness and sensory limitations, and psychological changes such as memory and cognitive impairment and psychological
responses to stress. The long-term effects of TBI can also include epilepsy and depression and difficulty returning to the
workforce can have a negative impact on the person's self-reliance and can increase their reliance on welfare support. While
there are numerous studies on the experience of TBI, the notion of “care” in response to this injury remains understudied. An
integrative literature review of pertinent sources to synthesise and evaluate what is known about the topic of giving and
receiving care in TBI will generate deeper understanding of the experiences and the contexts in which such care is provided
and will inform recommendations for practice and future research

A research question was used to focus and guide the search for literature. Key databases included CINAHL, PubMed, Proquest,
EMBASE and Google Scholar. There were no limits set on date of publication to provide access to the best evidence available
about the topic of review. The inclusion and exclusion criteria were predefined and applied. The focus of the search was
primary research articles. However, as an integrative review considers both empirical and theoretical sources, the inclusion of
theoretical papers that provided key data to the review was facilitated by our research strategy (although none were identified).
Nonprimary review papers that addressed issues related to the topic were used to inform our background and discussion. The
final review process resulted in 31 research papers

Data evaluation

Primary research papers varied in methodological approach: phenomenology, descriptive qualitative, grounded theory, mixed

methods and descriptive structured questionnaires. All papers were evaluated for rigour using the McGill Mixed Methods
Appraisal Tool (Pluye et al., 2011), specific to the relevant methodology. Manuscript quality was determined using a two-point
scale that considered both methodological/theoretical rigour and relevance of the findings (high or low). While this did not
result in exclusion of papers, those reports with low levels of rigour were given less weight during analysis

Data analysis

A summary table was developed which listed the characteristics of the papers considered for review (Table 5). The extraction of

data from primary sources was on the basis of relevance to the topic of review. The findings from all the reviewed papers were
conceptualised and synthesised into three categories: people with TBI experiences, family members' experiences and nurses'
experiences (Table 6). Within these categories, themes that emerged from the synthesis of findings from various sources were
cross-checked with the primary sources for accuracy and congruence. Whittemore and Knafl (2005) propose Miles &
Huberman's (1994) approach which involves (i) Data reduction—Classifying data into preliminary groups (people with TBI,
family members and nurses); (i) data display—Table 6 assembles data for the 3 participant groups to see patterns and
relationships; (i) data comparison—this is where our cross-cutting themes were developed by seeing relationships of ideas
across groups; (iv) conclusion drawing and verification —a narrative explanation of findings was prepared by the first author and
was followed by a robust and iterative process of debate and review of findings within the team

Presentation

There was a systematic presentation of findings and analytic discussion of results. A summarised table of synthesis of themes

that emerged from the analysis and conceptualisation of findings appears in Table 6

TBI, traumatic brain injury.

5 | RESULTS

The 31 papers that met the inclusion/exclusion criteria are sum-
marised in Table 5.

The papers presented data from studies conducted in 13 coun-
tries: Six papers from the USA, five from Australia, four from France,
three from the United Kingdom, three from Sweden, two from
Canada, and one each from Thailand, Denmark, New Zealand, Bots-
wana, South Africa, Finland and Japan. Two papers combined data
from France and Canada. The review included 16 generic qualitative
studies (Damkliang, Considine, Kent, & Street, 2015; Fleming et al.,
2012; Freeman, Adams, & Ashworth, 2015; Gebhardt, McGehee,
Grindel, & Testani-Dufour, 2011; Hammond, Davis, Cook, Philbrick,
& Hirsch, 2016; Holm, Schonberger, Poulsen, & Caetano, 2009;
Jumisko et al., 2007; Keenan & Joseph, 2010; Lefebvre & Levert,
2012; Lefebvre, Pelchat, Swaine, Gelinas, & Levert, 2005; Mbakile-
Mahlanza, Manderson, & Ponsford, 2015; Pryor, 2005; Saban,
Hogan, Hogan, & Pape, 2015; Searby & Maude, 2014; Soreny, 2009;
Webster et al, 2015). Eight of the qualitative papers applied a

phenomenological approach: six used descriptive phenomenology
(Erikson et al., 2007, Hooson et al, 2013; Howes, Benton, &
Edwards, 2005; Kao & Stuifbergen, 2004; Turner et al., 2007; Wong-
vatunyu & Porter, 2005), and two used hermeneutic phenomenology
(Johnson, 1995; Jumisko, Lexell, & Soderberg, 2009). Two studies
used grounded theory (Nochi, 1998; Villaneuva, 1999), and one used
participatory research (Hammond et al., 2016) and two used mixed
methods (Chamberlain, 2005; O'Callaghan, McAllister, & Wilson,
2011). Finally, three used cross-sectional surveys (Coco, Tossavainen,
Jaaskelainen, & Turunen, 2013; Jaimes, Thompson, Landis, & Warms,
2015; Oyesanya, Thomas, Brown, & Turkstra, 2016).

All papers examined the experience of giving and/or receiving
care for TBI. Data from the articles were categorised under partici-
pant groups, and the following categories and subcategories
emerged: (i) people with TBI experiences—experiencing challenge to
self-identity, feeling different, experiencing a changed body, beha-
viour and emotions, needing practical help, experiencing personal
growth and regaining personal control; and (i) family members’ expe-
riences—seeking  support, health

seeking partnership  with
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TABLE 2 Elements of data analysis (Whittemore & Knafl, 2005)
Elements

Noting patterns and themes: An iterative process was applied and data from primary sources were compared to identify relationships, patterns and

themes

Seeing plausibility: All themes that emerged were considered against this element in terms of being credible, acceptable, trustworthy or reasonable.
Our critical stance began with quality review of the primary ideas and research methods in the included papers and their relationship to our
research question. Initial coding was conducted by the first author and presented in tabular form. The initial coding was debated within the team
as to the “fit” of the data within themes. The first author then narratively described the review findings. This narrative was then subject to
rigorous discussions between team members as to the strengths and weaknesses of the conclusions drawn. This involved an iterative process
whereby we returned repeatedly to the original sources to confirm meaning and test the strength of our synthesis

Clustering: Themes identified as patterns of similar data extracted from primary sources were clustered under three subgroups; people with TBI

experiences, family members' experiences and nurses’ experiences

Counting: Phases that represented experiences of giving and receiving care were identified in the findings of reviewed sources and their
occurrences were counted. The phase with the most count ranked first in the presentation of subthemes during the review process and themes
needed to be richly described and noted to have reached data saturation within their primary sources

Making contrasts and comparisons: Reporting of the findings was critically presented with examples provided to enable contrasts and comparisons

to be drawn, including negative case examples.

Discerning common and unusual patterns: The themes were verified with primary data sources to confirm accuracy in the reporting of patterns that
were identified in the findings. Negative case examples were considered and described

Subsuming particulars into general: Subthemes were identified in the data extracted from the primary sources. These subthemes were further

merged into larger subgroups that formed the main themes

Noting relations between variability: Possible explanations for variability between studies and groups were explored

Finding intervening factors: Factors such as gender, injury severity, caring or care recipient role and time since injury were considered during analysis

Building a logical chain of evidence: Themes were grouped under three headings that represented people with TBI, family members and nurses. The
analytical presentation of findings and discussion of results followed a logical sequence with primary sources referenced to themes.

TBI, traumatic brain injury.

TABLE 3 Inclusion and exclusion criteria

Inclusion criteria

.

Primary study published in peer-reviewed journal

Focus of paper is on experiences of providing care to people with
TBI/or people with TBIs" experiences of receiving care following
TBI/or family members experiences of providing care for a person
affected by TBI or receiving support for their care of a person with
TBI

Exclusion criteria

+ Papers published in a language other than English

+ Review articles and grey literature

+ Studies that did not include details of time spent in the hospital set-
ting

TBI, traumatic brain injury.

professionals, making sense of the TBI, pursuing positive coping and
dealing with new family responsibilities); and (iii) nurses’ experiences
—providing advocacy and support, monitoring physiological
response, maintaining personal safety, providing a therapeutic envi-
ronment, entering the person’'s world, the importance of beliefs,
competence in providing nursing care and managing challenging

behaviour. These subcategories are further described in Table 6.

5.1 | Cross-cutting themes

The categories and subcategories in Table 6 were systematically

analysed and synthesised, and six major cross-cutting themes were

identified in relation to people with TBI, family members’ and nurses’
experiences of giving and receiving care in TBI. These themes com-
prised: (1) seeking personhood, (2) navigating challenging behaviour,
(3) valuing skills and competence, (4) struggling with changed family
responsibilities, (5) maintaining productive partnerships and (6)
reflecting on workplace culture.

5.1.1 | Seeking personhood

Seeking personhood was a theme that resonated across the experi-
ences of people with TBI, their families and nurses. People with TBI
described seeking personhood by trying to overcome feelings of
regret and grief for lost independence (Howes et al., 2005; Turner
et al., 2007). Their personhood was challenged by personal costs and
lost abilities, for example, failure to regain pre-TBI elements of iden-
tity such as employment status (Hooson et al., 2013). A major chal-
lenge to personhood was carrying guilt where, for example, they
worried about other victims of the traumatic event that led to their
present state (Johnson, 1995). While in receipt of hospital care, peo-
ple with TBI's sense of personhood seemed to be eroded if they
experienced insensitivity, impatience and mistreatment from care
providers (Chamberlain, 2005; Jumisko et al., 2007, 2009; Webster
et al., 2015).

A further threat to personhood for people with TBI was their
sense of feeling different. This sense of abnormality was reinforced
where they did not take part in, or had minimal input into planning
their inpatient care, and when they were excluded from planning for
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TABLE 4 The Search strategy

Database Concepts

Subject headings

Clinical Nursin

g—WlLEYJﬂ

Combinations

"OR": "AND"
Boolean/
Phrase

Search terms

Traumatic brain injury OR
Brain injuries OR

Right hemisphere injuries OR
Left hemisphere injuries OR
Brain injur* OR

Head Injur* OR

Inpatients

Public hospitals

Acute care settings

Nurses or practical nurses or Nurs®
Patients or caregivers
Families or famil*

Nursing care or nursing care giving
caregiving

Rehabilitation settings
Traumatic brain injuries OR “OR"; "AND"
Brain AND injuries AND traumatic

Giving care OR receiving care OR

Nurses, patients, families, hospital,

rehabilitation settings

Traumatic brain injury, nursing care, nurses, “OR"; "AND"
patients, families, hospital settings,

rehabilitation settings

Traumatic brain injury or head injury or “OR"; "AND"
brain injury

Nurses or nursing

Patients, families, hospitals

CINAHL 1. Traumatic brain injury Brain injuries
Right hemisphere injuries
Left hemisphere injuries
2. Hospital setting Inpatients
Clinical laboratories
Hospitals, Public Hospitals,
Veterans Hospitals Military
3. Nurses Nurses or practical nurses
4. Patients Patients or caregivers
5. Families Families
6. Nursing care Nursing care or nursing care
delivery systems or critical
care nursing
7. Rehabilitation settings Rehabilitation settings
PubMed  Traumatic brain injury, nursing care, nurses, Brain injuries, traumatic
patients, families, hospital settings, Inpatients or patients
rehabilitation settings Nurses, families
Hospital, rehabilitation
settings
Proquest  Traumatic brain injury, nursing care, nurses,  Brain injuries, traumatic
patients, families, hospital settings, Hospitals, Public
rehabilitation settings Rehabilitation settings
EMBASE  Traumatic brain injury, nursing care, nurses, Traumatic brain injury or
patients, families, hospital settings, head injury or brain injury
rehabilitation settings Nurses or nursing
Patients, families, hospitals
Rehabilitation settings
Gaogle Traumatic brain injury, nursing care, nurses,
Scholar patients, families, hospital settings,

rehabilitation settings

their discharge from acute care settings (Freeman et al, 2015;
Jumisko et al., 2007; Kao & Stuifbergen, 2004; Nochi, 1998).

There was also notable threat to personhood in rehabilitative care
settings and people with TBI described these as restrictive environ-
ments. Professional caregivers were perceived as authoritative and
people had minimal or no input into their own personal rehabilitation
care (Fleming et al., 2012; Keenan & Joseph, 2010). As a result of
their injury, people with TBI had limited ability to communicate their
own views to professional caregivers and became irritable, engaged
in self-criticism and had minimal social interactions during rehabilita-
tion (Freeman et al., 2015; Webster et al., 2015). Also, negative per-
ceptions of self hindered the persons' progression towards regaining
personal control and participating in rehabilitative efforts instituted
by professional caregivers (Hooson et al., 2013). People with TBI
described professional care that often lacked empathy, generated
psychological distress, and they longed to return home or to their
families (Johnson, 1995). However, family caregivers’ negative com-
ments, criticisms and family dynamics could also heighten peoples’
irritability (Hammond et al, 2016; Howes et al, 2005). This

Rehabilitation settings

Keywaords and full sentences focusing on the review topic were used in the search process

sequence of narratives suggests that the lack of perceived compas-
sionate care generated negative perceptions of self among individu-
als with TBI, devaluing their sense of personhood.

People with TBI experienced stigma and discrimination which
negatively impacted on social interaction and changed the way they
valued life (Howes et al., 2005; Jumisko et al., 2007; Nochi, 1998).
They perceived a lack of control over their personal lives, were in
receipt of unfamiliar care and found it difficult to rely on other peo-
ple for assistance with personal tasks (Chamberlain, 2005; Erikson
et al., 2007). Feelings of powerlessness and desperation were partic-
ularly severe for people who had no community support, and who
expressed feeling stranded in the hospital (Villaneuva, 1999).

More positive aspects of seeking personhood were also noted.
People with TBI experienced personal growth through participating
in meaningful activities and managing their personal time, and
involvement in, or interaction with, community support groups
(Turner et al., 2007). People with TBI also sought to regain personal
control by maintaining their physical and psychological well-being,

mastering unfamiliar situations and achieving new ways of doing
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Records identified through
database searching

(n=3,510) (n=18)

Additional records identified
through reference list review

Duplicate and nonprimary
research records excluded

Records screened from titles and abstracts
(n=3,528) "] (n=3,309)
Abstracts screened
(n=219) (n=111)

Did not meet inclusion criteria

Full-text articles assessed for eligibility
(n=108) »

(n=20)

Studies included in the review

Removed following application of
exclusion criteria (n = 77):

-Non-English papers (n = 10)
-Reviews and grey literature (n = 47)
-Time spent in hospital not specified

(n=31)

things (Erikson et al., 2007; Turner et al., 2007). For some, regaining
personal control over their everyday lives was dependent upon their
ability to adapt and accept changes resulting from TBI as well as
their personal interpretation of the traumatic events leading to their
injury (Johnson, 1995; Jumisko et al., 2009; Turner et al., 2007).
Family members contributed to personalising their loved one’s
experience by offering supportive care to the best of their abilities
(Kao & Stuifbergen, 2004; Oyesanya et al.,, 2016). This often necessi-
tated negotiating their own personal circumstances to accommodate
the care needs of the person with TBI (Kao & Stuifbergen, 2004).
Nurses endeavoured to attend to personhood and person-
centred care by instituting meaningful partnerships with people with
TBI to improve health and well-being (Coco et al., 2011). Nurses also
tried to understand the person's worldview and described how they
considered the whole person’s physical, emotional and social needs
and aimed to provide care in a nonjudgemental way (Mbakile-Mah-
lanza et al., 2015; Villaneuva, 1999). This whole-of-person care
included considering the person’s cultural background. Nurses
reflected on how their personal culture and values influenced their
response to people with TBI and their views about care (Mbakile-
Mahlanza et al., 2015). Developing rapport with people with TBI and
providing them with meaningful clinical information was considered
a key obligation for nurses. However, according to people with TBI,
nurses selectively observed or rarely upheld this responsibility when
providing person-centred care. For example, nurses at times

FIGURE 1 PRISMA flow diagram
showing the search process (Moher et al.,
2009)

concentrated on providing physical care and neglected the impor-

tance of engaging with them interactively (Villaneuva, 1999).

5.1.2 | Navigating challenging behaviour

People with TBI expressed living in a changed body along with
altered behaviour and emotions. Challenging behaviours included
increased irritability, changed physical and emotional behaviours as
well as having to do things slower than they did before (Hammond
et al., 2016; Holm et al, 2009; Mbakile-Mahlanza et al, 2015;
Nochi, 1998). People with TBI experienced anxiety when profes-
sional caregivers made changes to their daily routines, and they were
also troubled by memory loss, confusion and mental health changes
(Hammond et al., 2016; Holm et al., 2009; Mbakile-Mahlanza et al.,
2015).

Family members' descriptions of the experiences of managing
challenging behaviour while in hospital or rehabilitation were absent
and this was primarily due to the fact that such duty of care rested
with the nurses.

Challenging behaviour hindered the provision of quality care and
required the implementation of proactive nursing strategies to main-
tain safety for both people with TBI and nurses. Nurses had to
watch for, and identify, triggers for people with TBIs' aggression and
expressed being fearful for their personal safety (Pryor, 2005; Searby
& Maude, 2014; Villaneuva, 1999). Providing care for people with

40



1311

g—Wl LEY

Journal of

KIVUNJA ET AL

Clinical Nursin

(senupuo))

10} a1ed 03 33uajleyd

Jofew e a19m g1 yum sjdoad pajeySe
el 3j34 sasInN "3 ayj ul suepiul
Suowe UoREDIUNWIWOD PUE HIOM

wea) ‘Ajajes ojdoad pasueyus j| aled
191 Jo Sulpuejsiapun pue 3ouUapyuUod
‘S||pfs ‘@8pajmow| ‘ssausieme sy}
paseasnul |g) yim ajdoad 10y ajpung
2Jed paseq-aduapIAd ay) 3|9) SasInN

sappuatadwod asinu

[eanoesd [euoisuawipynw pasinba.
Hoddns Ajiwey [eai32ead aARaay3
*AJIAROE Buisinu uaepapun Ajuowwod
1S0W 3y} 3I9M pue salualadwod
diseq se a8ieydsip [epdsoy suossad
Buuueld pue uopeasdas ‘syealq

Y3m siaquiaw Ajjwey Suiuoddns mes
s3sINN "32uajadwiod Suisinu pajueape
papasu s8uIms poow Yjim |eap

15158 03 MOy siaquaw Ajwey Suppes
“‘Ajwey 03 papiaoad Aauy yioddns
[eanoesd 2y} pajdayse aduALRAXD HIOM
40 Y38uU3| pue UoEINPa JO [2A9| S3SINN
lendsoy w1 papuesjs

324 Hoddns Ajjunwiwod Jnoyim g1
yim ajdoad A1aaodal jo adoy sajdoad
PaysiujwIp SueRIUI JO A3l
panaosad ay] ‘asuodsal JaaiSaled

e noyyim dipy Joj pajjes Aayy uaym
Aeme 1eoly, 01 3| 3134 a|doad 'ssasisip
Way3} pasned ydiym adiape pue
uofjew.ojul JuanJ3uodul paAIdal Aay|
‘Ayjedwa paxe| jey) aJed |euoissajouid
aAIlsSuasul papodal (g yim ajdoad

s8uipuly

paquossp
AlpAandunsap
alam asalyy pue
sisAjeue Jneway)
Suisn pasAjeue
pue wieglan
paquosues)

pue papiodal-olpne
a|pung aJed jo
IN0-||01 Ja}4€ pue
Suunp smaiasajul

%001 painpniis-iwag

191 yim sjuaned
4O s1aquisw

Ajiwey 03 poddns
|euoijows papiaoad
$3SINU UIPYO MOY
auIWLIAIAp 0} pasn
2I9M SO13S1JEIS
aandunsaqg
"alleuuopsanb
pajepijeAuou

%00T paJmnIs

sisAjeue

JU2JU0d DAlelenb

Suisn pasAjeue

ejeq "Wjleqan

paquasuel)

X papJodal

-0IpNe SMaIAISIU|
paJnyanasupn

spoyIaN

%001

(LvINIW) 21005
|esieadde Ayjend

a3isy

ul Suppom sasinu

GT jo ajduwes
30UBIUBAUOD)

535.NuU
paJajsiSaiuou pue
Pa4351821 GTT 40
a|dwes uone|ndod

191 40 Jedh 1

uiyym ajdoad

09 jo s|dwes
S2U3IUAAUOD

ajdwesg

puetey | -[eydsoy

191 242A9s

Yam syuaned

Jo Juawadeuew
Buisinu feryul
10y 3|pung aJed
paseq-aduapina
ue jo suondadsiad

[ednieul g3 S9SINU BgLDSAP O)

Joddns jeuoyows
ajej|ioe) 03
2suajadwod asinu
JO [9A3] paaj@asad
pue papinoad
suonuaalul
Anuey
‘safJsURIEIRYD
asinu usaM}aq
SUONE2.1I0D 34935
o] (1) @2uazadwod
JO |9A3)
paJinbai paARasad
pue Ajiwey |g1 01
Joddns jeanoead
papiaoad sasinu
piem [edi8insoinau
Apuanbayy

moy 335 o (1)

puejul4-5pJem
|e2181nsounaN

Anful Jaye
Jeah 1 syuaned
Aq pajeuseu se
(19.1) Ainfur ureiq
J1jewnes} SUIAIAINS
40 IduUauadxa

ayl aguasap o)

wiy

eljesysny
-s|eidsoH 2yand

8umyas

Apnis (5102) 18 12
aAnejenb aAndudsag Sueipjweq £
aJleuuoiisanb (£102)
pajepijeAuou painmanis 'P@OO) ¢
21025
awodInQ modse|n
papuajxa pue Apnis
annejenb aandudsaq (s002)
—Apnis spoyia paxin uleaquieyy T
usisap Apms doyny NS

$a|pn}s papnpul Jo sapskeeley) § 374VL

41



KIVUNJA €t AL

ing

inical Nursi

Journal of
—Clini

32 | wiLEy

(sanupuo?)

S]IBJUOD [EPDOS WL MIIPYJIM PUE 3G
0] Way3 pajuem siayjo se aq 03 pasuol
A3y ‘(38 jo asuas) wspRLI-JBs
ul paBe8us Apjualayip way) pajealy
ajdoad jeys jeyy 124 osje Aay "alels
Adnfuread J12y3 03 3je)s juasald ayy
paJedwod Aayj uaym 30483, passaldxa
sjuednijied ‘Ainful peay Jiay) ynoge
passellequia JO paweyse ajom pue
AJlEULIOUGE JO BSUSS B PUE SSaUIEMe

-J|2s ul sa8ueyd pasuauadxa ua

S30IAJ9S BUI|3SUNOD PUE SAWOJING pue
s[eo8 juaweas; ‘ssadold uornej|igeya.
ay) ‘|gL Suipsedas uopewoju) Jaylny

papaau saljiwey "Uole}|Iqeyal SPJemo)

uoneajow pue Suiaq-lam sajdoad
3y} uo pajoedw] JUSWUOIIAUS 3] 3|3}
we4 'spually Jo Ajiwey Aq pajisia
aJom Aayl JI 9suaLadxa aAsod e
payiodal g1 yim 3jdoad ‘painjonisun
paJapisuod sem Adesay) pue wopaliog
Ppajeald SaNIAIIE ISNOY-U| “JJels woly
123dsa.sIp PUE JUSLLIESIISILU JUDLINDB
Paquasap |gL yum ajdoad 'sBuiduojag
|euosiad Jo AJLINJ3S J0) UISIUOD B pue
aoeds pue AdeAud Jo yoe| sem aiay |
‘uosud 0] 31 pauay| pue aAnIuIsad
SE JUSWUOJIAUD UOHEH|IGeYa.

191 343 paniadiad gL yum ajdoad

$53115 pue aydepeay se

yans swojdwAs pasned pue Suisusjjeyd

sem s8uiy3 Suiop Jo sAem mau

Buiuiea "syse) jeuossad wiopad 0}

sJaAi3a.led uo aduapuadap Jo Jnsai e

Se |0Jjuod [euosiad JO $50| B paquIsap

A3 "way} 0} JEljiUeun sem jey)

2JeD panladal Aayj aJaym plom-a4)|
J130eY2 B pasualiadxa |gL yum ajdoad

s3uipuiy

sisAjeue

Jneways Suisn
pasAjeue alom
eleq "Wijeqan
paquosues

pue papiodal-oipne
BU9M SMIIAIUI

%00T painpons-iwas o ajdwes anisoding

sisAjeue

Jua3u0d Suisn
pasAjeue asam
ejep pue Wijeqsan
paquIsues} alam
elep ‘pasn sem
apIng mainsIul
uy ‘papJodas ade}
pue papnpuod
2J9M SM3IAIB)UL

%00T painpnis-iwas o ajdwes aaisoding

(€661

uosspey) poysw
|e2180j0y2Asd
|ea180jouswouayd
|esuidwy

Sujsn pasAjeue
ejeq "wpeqan
paquoasuel}

pue papiodal
-olpne aJam (1g.L
1aye syuow ZT

J2A0 Saw
%00T Inoj) sl
(LYWW) 81038 spoyla

[esteidde Ajjendy

181 a2uis
Slpuow 17 — LT
sjuedpied ajew 4

sian|Saled g1 pue

(191 pey 91) 19V
yum sjuaned oz

(3uedidp.ed

191 1) (19v) Anful
ujeiq painboe
yim sjuedippaed ¢

Jo ajdwes aaisoding

ajdwes

MN-24uad
uopeyjigeya.

|ea18ojoydAsdoinan

eljesjsny-jepdsoy
Adeiuay e ul
Jlun uonejljiqeyalt

Anfur uiesg

UaPaMG-d1uld

uoney|iqeyy
Sumes

191 3uimojjo}

yimoi3 pue

s5aJ}sip [euoijowd

JO s324nos

pue Jjas jo asuas

(SIENPIAIPUL 3y}

40 Sulpuejsiapun
ue apiaoid o)

SJ3AIS 218D
Jiay3 pue sjuaned
Jo anpadsiad ayy
woJty aduauadxa
uopejjiqeyss
Anful
ulelq juanedur
2y} Jaadiajul

pue aquaIsap o

(1gw) Aanfur

ujeaq pasnboe
J9Ye JedA Jsily ay)
Supnp suonednaso
Ajlep ur juauureduw
Atowaw

JO 2uapadxa pany|

ays aquasap o
wiy

Apnis

aAneyjenb aandudsaq

Apms

aAnejenb aAndussaq

Apnis |edi8ojouawousyd

aAndudsap [euipnyiBuoT

usisap Apnis

(panupuod) € 3719VL

(stoz)

‘e 32 UBWRa.4

(z102)

‘le 32 Buiwsa|4

(£002)

“[e 39 UosL3

dopny NS

42



1313

(sanuuo))

suoeadxa [e1a120s ‘dulNos

u] a8uey? UIpPpPNs ‘UOIIRIISIP ‘SPMO.ID
‘asiou ‘(suopejadxa |einyjn2 ‘aupnol
0} uondnisip ‘WS [EJUAWUOIIAUI)
54338113 |EJUSULOLIAUS (A)

Anful ayy 3noge suoluido

‘s8ulja3) 3uipieSal 2unso|ISIP-J19s Yim
paj88nu)s Ajiwe4 ‘(jeal 1o paaladiad)
8210A JO 3UD] S, JaAIBaIEY ‘SJUBWIWOD
2A1ES3U ‘WS ‘$HSE) JSAO e}
Anwey Buiaey g1 jo suoneyw| ayj
Supdacae jou i{solweuAp Ajjwey pue
|euosiadiaiul) 5198313 [euolIe[al (A1)
Jias jo

suopeldadxa pidu Suimey ‘g1 Jo asned
Y3 INOge JuUAWIURSAI ‘suosueduwod
|e120s aAnedau ‘siayjo dulwelq

SIedA 9T

0} g wouyy pasues
191 22uls aun |
‘spoyjaw Suipod
Asoay) pspunoss
3uisn papoo

e=u
sJaydJeasas pue
(£ = u) ssspinoad
asea|eay (g = u)

43

=
w
)
|
-1
£
4]
=
=2
58
EE
i5
2
-
=z
=2
=
-

‘sydnoy; jo o8 3uiya| Jou Hyje3-j[as 2Jom ejep pue s|euoissajold Ajigejrn jo
aaljedau Suipnpui {(ppgom ay; 8ulass jo pasn sem poyjaw Ajunwwos |2pow |emydaduod
sAem) 5198813 |emydaoiad aapudod (11) uosuedwod ‘(0T = u) siaquisw e dojsasp (1) pue
{(JusweSeuew Juesuod Apwey (9T = u) 191 Aq pajdaye
awn Jood pue josjuod asjndwi aY] "wijequan 191 Jo Aoisiy J0 ypm Suial
‘uoe|n8al-jjas) s1e881y [esnomeyaq paqlasues} € yim S[enpiaipul a|doad sjdynw
(1) {(s8uyjaa) pue ssauipoow pue padej-oipne Buipnpuy J0 saaadsiad
0} pajejad) 548811 aAdae (1) puE 03PIA 3JOM siaployaxels ayy wouy Ayjgeiin
suoissas ‘sdno.d 1 Jo ajdwes vsSN-8uipes Jo @ouaadxa Apnis (910Z) |8 1@
JO SuoISUaWIp aAl paouauadxa ajdoad snaoy any Buisn 2JUaluaAu0) |endsoy Atera) ay} aquasap (1) o]  aanejjenb Asojedidiued puolwwe
uonelljiqeysal
Suunp Asaodal
Joj adoy uejurew
0] Op sasunu
pue siaai8sied
'sishjeue 1eym Ajpuapi
awn e je Aep T Aseaoodal |g) onewsay) Suisn pue Aianodal
ypm ajdoad axe) 03 siaquiaw Ajlwey pasAjeue alam (#T = u) sasunN 10} sadoy sialed
SujBesnodua pue ‘yduans emuids ejeq 'papod § pue (Tz = u) 1g¥ pue s2sinu ayy
3uiney Jam2q 191 yum sjdoad auy paquasues) ‘padey ypm sjuanjed jo aledwod (1) ‘|1gy
mowy| 0} Suiad lAjlley JO JUIWAAIOAUI -olpne ‘pajanpuod sianBaie) ‘s jeyy woJy AJanodal 1oy
ay3 Suimolie Aq gL woly AlaA0dal 10) 2Jam SMaIAIRIUI ‘syuedpied zy YSn-[eydsoy aied adoy sJaA18a1ed Apnis (1102) 'I° 3@
adoy paurejulew siaAidaled pue sasinN %001 painnyys-iwas  Jo ojdwes aaisoding  2ydosjseied Jolejn ayy adojdxa (1) o aAnejifenb aAndudsaq pleyqe £
sujpuiy (LVINW) 81008 spowaN ajdwes 3umas iy usisap Apmig Joyiny NS
[esieadde Ajend

(penunuol) § 3718VL



KIVUNJA eT aL

Clinical Nursing

(sanunuo))

Alenpess 1g1 yum ajdoad sandasul
194 PUB UOIEN}IS MBU 11BY] JO IsuDS
ayew o) paj88ny)s Aay) 'siani8aied
SPJEMO]} PajIalIp SIWHBWOS 319M
sydene sjued ‘ssansip [edidojoydAsd

sanbiuylay
Wd| 8uisn paunsso

44

1314 WI LEY— rnal of

‘Ajeixue ‘1a8ue se yons suojjoeas SISAjeuy “wijeqian syuaned
[eUoROWa asuaju| "UoKRIEIIU] paquasuesy 191 Jo eapdadsiad
|BI20S Pasealdap pue uonduny pue papiodal-oipne 191 Y)m uswom ay) wouy (dl) SisAjeuy
pue uopdadsad [eaisAyd ‘uoiiusod 3JAM SMBIAIBJUY x|s jo a|dwes MN-8unjes 191 Jo @duauadxa |eai8ojouswouayd (s002)
01 sa8ueyd paquasap syueddiped %00T PaININAS-IWDG 2IUBIUIAUOD [endsoy |esausn ayj aesnsanul 0] anjejaidiaqu) ‘le 13 SamoH  TT
‘SpuaLly pue
Apwey jo poddns ay) pue aanpadsiad
|euostad s jenplAlpul 343 ‘JUSWUOIIAUS
340M aaioddns e Aq pasuanjjul
Sem uoneljiqeyas ALY ‘suoiie|al
Jnnadelay) pue suoijows ‘sal
|leasAyd ui a8ueyd Aq pasuanpul sanbiuysa qesip
sem uonej|iqeysy ‘Suiuiesal Vd| 8uisn pue sjusuuiedun
/8upiss1un|on ueyy Jsyjes juswAojdws pasAjeue asm 191 sdnw
snoiraid 0} winjas 0} pauajaad ejep pue sajou ypm ajdoad
Asy] 'sweaup |euonedn2o0 aunny PIold "wieqsen 10) uonesjjiqeyas
0] 28ueyp pue wes) e jo ped 3uiaq jo paquasueny (AMLY) oM
550| ‘J|2s $s0| payodas g1 ym ajdoad puEe papJodal 191 19Ye sieah 6 N 0] S10INqLIUOD (dl) sisAleuy
‘uoijoeal Jalg e pasned pue [njued ~0Jpne SmalIRIu| € sjuaijed QT -Jlun uonesljigeyal anpisod |edigojouswouayd (€102)
puUE JIN2IYIP SEM DDUDLIDAXD ALY UL %00T paimonuis-lwas  Jo ajdwes aAisoding Anfu ulesg puejsiapun o aAnjejaidiou] e 39 UosooH QT
Jouanadxa
anaRigns
uo 5J0jIe) JaYlo
pue Ajjigesip
‘Ajuanas Aunlu
Jo ajou ay) alojdxa
slaquaw ) pue sannauIp
Ajlwey pue sjeuoissajold asedyjeay juaned jo
0] patedwod pasey Ay saindyp spodal sannejal
34} Jo maIA S|91 Yyim ajdoad usamiaq (O'ET ssds) pue sjuaned
paisixa Aduedaldsip y 'pasnjuod S32UAIDG [BID0S 10) asedwod (1)
Sowi) je alam pue s3uiyy Suipuyy adexped [e211511LIS ‘adueyosip [ejdsoy
AJnouIp pey 1gL yiim apdoad jeyy Buisn pasAjeue € |91 a49nas J9le
papodal safjiwe ‘AS1aua Suppe| pue 2iam eleq 191 yum syuaped sal|iwey/sjuaned
Suneijuaduod ajgnoly ‘Apols ssuiy) op Jun Anfuj uleag JO seAjejal 10} S3NOYIP
03 8ujaey ‘s8uly) Supaquiawal a|qnoly ay} wouy agieydsip 0S pue |g1 papodal
papnpul salnayjip mv>_#=mOu pue uo Uh_mcca_#wwj—u yym ﬂ.r_w_-m& rAsg v_hmEzuDvﬂD_mv >_H:u_._n.vt >_u:._uw nm.UONV
oewos papodal-jes s|gl yum ajdoad %00T paieplen  Jo ajdwes aaisoding Jun Aunfup uieag 350w Ajauapi (1) oL annejenb aanduisag ‘I 33 WjoH é
s8uipuiy (LYINW) 2105 spoyaiN ajdweg 3umas wipy usisap Apmg oyny NS
[esieadde Ayjjendy

(panupuo)) § 3719VL



1315

g“WlLEY

ical Nurs

Joc-u'nlf of
Clin

KIVUNJA €T AL

(sanupuoD)

$12Y10 0} pood Sulaq pue auoawos o)
asopp 8uiaq ‘aj| AepAiana JaAo [04ju0D
Suiuiedas 'yy8uans Sulpuy pasnbas
os|e ||om Sujja “Jeljiwey awedaq
AjlenpeJ8 ay)| Jejjjwejun ayj jey3 sem
191 yam syuedisiped Joy [[am Suijpaq

(djay 10

puelsIapun o3 pauy ‘paAsi|aq ‘paudisy|
oym ajdoad pajepaidde) djpy jo

pupj Y3 ayi soy Suiuol {(paspnlsiw
Sulaq pue ssauINISNIISIP YIIm Jaw
Suaq) uonewlyuod Suissiw ((siomsue
4oy Suiyaueas ‘sajuoyine ayl Aq

pajn 8ulaq ‘paploAe Bulaq) papn|oxa
8ulaq paquasap gL yim ajdoad

191 3y}

0] P3| Jey} SjUaAd 3y} puelsiapun o}

Suipaau pue s19y30 J0} uIadU0d Sujaey

‘awoy uinjas 03 SuiBuo| paquasap |1gL

yum uosiad ay| ‘aqn) [eaydesopus

ue jo asuasaud ayy Aq pajdaye

Ajjeuonjowa alam saljiied ‘uoisiaoid

9J82 U] P3AJOAUL 3( 0} pIajuem

PUE SUBIDIUID WOJ) SIIMSUE 15auoy

panjea ‘ssaussa|djay Suiwsymiano
paquasap siaquiaw Ajiwe4

19 pajeRs
-jequiod yym ajdoad .oy xa|dwod
juswaSeuew uled spew |g)| pue
swajqoJd yjjeay |ejuaw Jo uoijeu|quiod
ay] ‘ured papodal Jaro |gL
Yam adoad jeys 33 s3sINN (IgL pIm
3|doad 1o sasinu) ujed jo a8pnl 3saq
ay) sem OYm JNoge sLondasuoIsIL
Aq padus|jeyd sem juawedeuew

uied |g] Jo Suipuejsiapun sasinN

|
ul sadueyd pajdadde pue 03 pajdepe

s3utpuly

%00T

%001

%001

(%25 40 384
asuodsal) %G/

(L¥INW) a103s
|esieadde Ayendy

pasAleue alam

ejeq "WHEGIaA

paquisuesy

3 papiodal

-olpne smajARu|
paINIINIs-IWag

SISA[eUE JUJUO
apewsayy 8uisn
pasAjeue asam
BIEP ‘WIBCIDA

paquasuesy

9 paplodal

-0IpNe SMajAJ)U|
PaJINIINIS-IWAS

sisAjeue
annausway Suisn
pasAjeue asom
ejeq "Wieqan
paquasues}

9 papJodal

-olpne Ajiwey
UJIM SMIIAIIU|

sisAjeue

Jewayy Suisn

pasAjeue sasuodsal

anpelend

'ssds Buisn pasAjeue

ejep aAnejuendy
*AaAIns 2iuond9|3

spoyra

191 219A3s

Jo ajesapow

yum syuedpped g
jo 9|dwes anisoding

siaquiaw
Ajiwey g pue |91
Yum adoad Zt

Jo o|dwes anisoding

191 Yyum uosiad

T Jo (s3uyqis

pue sjyuased)

slaquiawl Ajlwey £
jo ajdwes aaisoding

gL Z woJj sasinu
G2 jo 9|dwes
2IUBIUBAUOD

ojduieg

WSN-ANUNWLOD

vsn-8uimaes
[endsoy Asera

VSN-sduijas

uoneyjiqeyas

juanedino

pue s8uipes
|eydsoy aJ4ed 3oy

aJuel4-spun
uonex|igeya1
191 oML

Sumag

|91 42n0S
10 3jeJapow Yym
3|doad 4oy ||pm
8u)@3) Jo Sujueaw
ay} ajeppN|2 0]
PHom
1123 Ul s1ay3o Ag
paajaniad/pajeal
2Je SaAle[l
asop Jiduyy
Pue g1 2J3A3S
J0 2jesepow
yum ajdoad
MOY 3qLDSap 0]

gL

yum Ajwey suo

Jo @oualadxa paA||
3y} aquosap o]

sigL

pajeja.-jequiod

Yum spuaned

10} JuawaSeuew

uied jo a3pajmou
5asInu AdAINS O]

wry

Apn3s [eai8ojouawouayd

aAnejaldiau)

Apnys

aapeyenb aagduasaq

Apnjs |edi8ojouawiouayd

aanduasaq

Aaains pajepljea e 3uisn

ApRNJs [BUOI13S-55017)

udisap Apmg

(6002)

‘le 32 oyswng 6T

(£002)

‘e 39 oysiwng

(S66T)
uosuyor €T

(5T02)
e 12 sawer [

doyiny NS

(penupuod) § 378VL

45



KIVUNJA et AL

Clinical Nursing

2 | wiLEY-gime

(senuuo))

Ajwey Sugaiyuod pue suonejradxa
Aliwey ysiy ‘spoey ann Suipjoyuyim
‘saljiie) yum jou Ing sandea|jod
yum sispiew |g1 Asy passnosip
Aay) 'sisoudoud pue suonuaAiu|
a1ed JO 5309)J9 INOGE UIEAIUN dIaM
sueIul) "ewSNS pue uoie|os! [e1Dos
paouauadxa |g) yum ajdoaq 'ssans
pajessuad pue uonejusLIOSIp pajeasd
‘Buisi|iqeIsap sem salji[ide) usamiaqg
Jajsuel] ‘o) paudlsl| aq o} pajradxa
pue Supfew-uolsidsp/Suuued
882 Ul PAA|OAUI Bq 0} pajuem
‘adniny ayj JN0ge ulepadun asem ‘gL
Jo aouedayiudis ayj Suidsesd Aynouyip
pey saljiwey) pue |91 yum 3jdoad

salpualadwod asinu

juepodw) se aApRe|al painfuj-ujeiq

Jewnesy ay) Joy Suued ul acuaadwod

pue adpajmowy Supjeljsuowsp

‘Allwey ayy mous o3 Suipjas

‘Bujuaysy| pood paynuap) siaquiaw

Ajlwe4 poddns Ajunwiwod Suineda

ul pue Ajuiepadun ypum Sujeap ul

djay ‘smau g 3y} Jo asuas Supjew ul

aduepind ‘snjels yfeay Inoqe sajepdn

|nj8ujueaw pajuem Aay] 'aled |g] ul
P3AJOAUL 3q 03 papasu siaquiawl Ajwey

suopefaJ
Allliey 0) Ulen)S pasealnul SI0SsaNs
|BUIDIX@ pue |eulalu| “pajerjosaual
2UaM S}HGeY 31| [EJLIEW PUE P3N0
suoiedydwod [ejrew (asuspusdapul
'SA U0129)0.dI9A0) paulens
awedaq sdiysuoiefas pjIyd-JayIom
‘Joddns pue asuejdadde papasu
pue Ajuiepasun pasuojoid pasuauadxa
SIBYIOI “AJ2100S WOL) MAIPYIM pue
suone)dadxa 5A19100S/A|ILER) 193w Jou
pIp Ady3 :jewuoude 3|24 SI0AIANS |G ]

sBuipuyy

[estesdde Ajjlen

2JBMYOS LSIaNN
USO Jo 2duejsisse
Yum pasjeue
Aljeajewayy asam
ejleq ‘wieqssa
paquosuesn
pue papiosas
-0Ipne SMaIAIIUL

paINIdNIS-IWag
sisAjeue
Jnewsayy Suisn
pasAjeue asam
eleq ‘wpeqsea
paqussues
9 pap.iodal
-ojpne ‘|ejidsoy
wioJy a8ieydsip pue
NI wouy adseydsip
uodn pajanpuod
aIaM SMmalnIaul

PINJONIIS-IWas

poyiaw
|eai8ojouawouayd
(8£6T)
s zziejoD 8uisn
pasAjeue ajom
eleq "Wiegian
paquasuen
Q pap.odal
-0lpne SMalAIIUL
PaIN}onI)s-IWas
sisAjeue
snnauaway Buisn

spoyIa

suepisiyd

auw ‘sjeuoissajold

yiesy

22 ‘slequiew

Ajiwey T ‘gL

ypm ajdoad Jydie
Jo 9|dwes anisoding

191 yum sjdoad jo
siaquiaw Ajlwey Gz
Jo 3|dwes anisoding

(ZT = u) s1atow
11943 pue (s1edh 67
81 pade) sajeway
£ pue sajew 4

Jo a|dwes aaisoding

a|duseg

epeued
18.L yam sidoad
JO uoeDOSSE e
pue uonesiuedio
J1pawe.ed
€ ‘sasjuad
uonej|igeyas
oMm3 ‘anuad

ewnes) AJers |

UaPaMS-LIOIINISUl

yjjeay ojwapede
ewnes) Jofep

uapams
-uoljeoSSY
Ainfu| uleig
€ BlIA pajinidal
alam syuedpiped

8up3as

jusnbasqns
pue saposida
aJed |eanud
woJ} ‘PanjoAul
s|euoissajold
Yieay pue
suepisAyd ayj pue
sal|iwey Jisyy ‘|91
€ paueisns pey
Oym sjenpiaipul
J0O duauadxa
a3 a1esnsaaul o]

awy Jano
pasueyp spaau
asayj JI aulwiajep
03 pue |gL
219A3S € pauleIsns
oym aAnep. e
JO siaquiaw Ajlwey
|ENpiAIpUI JO spaau
auyy Ajnusp oL

yoeoidde

|eaiBojouawouayd

e Suisn

sJayiow Jay) pue

SIOAIAINS |g] Inpe

BunoA usamiaq

diysuonejas

33 Jo auauadxa

ay jo Sulueaw
ay} aquasap o]

Apnys

aAnejenb aAndussag

Apnis

aanejenb sandudsag

Apnis [ediBojouatiouayd

annduasaq

usisap Apmis

(so0z)
‘e 19 2IAQ9y7 8T

(0102)
ydasor
pue ueusay /T

(002)
uadiaqynis

pue oe) 91

doyiny NS

(penunuod) ¢ 3719VL

46



1317

=
w
)
|
-1
£
4]
=
=2
58
EE
i5
2
-
=z
=2
=
-

(sanunuo))

ssaleq aden8ue| pue (yels Jeulaiu)
‘s;aIndwod “8'9) $32IN0SaJ ‘UOHBULIOJUL
ajenbapeu) pagLIDSap siaieD) pajwi|
SEM SUBDIUID Y3IM UOJJEIIUNWIWOD
INQ UOIJOASP PUE 2A0| PAMOYS
sJaquiaw Ajied “Jjim 5pog) Jo ‘Yesd
ya3im “pn| peq ‘suonisiadns ‘sasned
|einjewsadns yjim pajeldosse asam |g L
40 @sned Ay} JNoge syalfeg ‘|eanolneyaq
pue [euonows ‘sAiudod ‘Alosuas
‘leaisAyd asam saSueyd pajejal-|g L

a1e2 |g] jo Ajijenb

pasueyua Wweay asedyljeay a|qels

e Sujuiejuiew pue Ajansuas ‘Ayledwsa

‘Adennad 1oy 3oadsal ‘wis||euoissajoad

‘[BJIA 219M SUBDIUIPR YyIm sdiysuoliejal

aAneloge|jo) "aJed Suiaoud

Ul P3AJOAU| 30 0} PajUem pue suel
woJy aduesnsseal pue joddns papasu
saljiwe 'synsaJ 359} pue suondo
juawiealy ‘ssaudoud Jnoge uoneuLiIoyul

ajeandde pajuem g1 Yim ajdoad

uojjes||euiSIew pue [EMepylim

|e120s U pajjnsal uopjesajul [e120s Joy
532JN053J JO IET oM |nySuiueaws ul
ajedpiped pue 3ji| AJUNWWOD/[BIDOS
oju) ajes8ajuial 0} |gL ypm 3jdoad
paJisap saijiwe4 ‘pauonsanb pue

dn uaxeys asam Ajiwe) JO S3NIAIDE pue
sHgey ‘3|0l 3y Jsni} 0} [ejusWLISP
pue [nJuny aiam sjusawsaaldesp

3|iym ‘uoneydepe papoddns suepu
pue sajjiwey usamiaq sdiysuoijejas
dANIsOd "saljjwey 0} |g] Inoge

smau ay3 Supjealq Joy pasedasdun
1j34 sueIuD "3Jed Jo AjINURUOd
Pajdayje sanl|idey uonelliqeyas

/2Inde usamiaq Janopuey Jood
‘sialleq ulew ay) Sulaq uoisneyxa
PUE PEOJIDAO YIOM UJIM 31D

40 Ajljenb pajoayje s924n0sal Jo e
‘AdaAI[ap 24D |g] Pajoajje SoIWeuAp

s8ujpul4

SisAjeue Jpewayy
Bujsn pasAjeue
Bjeq "WedIan
paquosues)
pue papiodal-olpne
alem ys|8ug
Jo 28en3ue| |e20|
Ay} Ul smalnRiul
%001 paindnis-iwag

sisAjeue Juajuod
Busn pasAjeue
pue Wiegsan

paquosues}

‘papiodal

-ojpne aIam

(09 = u) suepiulp

(a11euUOnSEND %€ = u) Ajlwey

pajepijeauou) {9g = u) syusned
%S/ :sdnou8 sndoy g1
(LYINW) 21035 spoylaiN

[esieadde Ayend

yum sjuaned 1z
10 ajdwes aaisoding

pue Ajiwey Jpy)
191 yum 3doad)
spuedidied g1

jo ajdwes aaisoding

ajdwes

euemsiog
ul suepud pue
52482 Ajlwey Jayl
‘191 yum sjdosd
10 sadUBLIadXa

euemsjog
-sjendsoy
|eanu d1jgnd om |

S2IIAIRS pue

2JED JO WNNURUOD
ay3 noysnoayy
S2U0 Pano|

4Py} pue sigl
LM sienpiaipul
Jo spaau

@Juel4 pue
epeue)-ssuijas
[eydsoy aindy

Sumas wiy

ay1 aso|dxa o]

ay) aso|dxa o]

(5T02) "8 32
Apnis ezue|yej
aanejjenb aandunsag -AIMeqiN- 0T

Apnjs aanejenb
aAndudsap ‘Alojelojdx3

(2102) Hana
pue alAgaje] 4T

usgisap Apnis

(penunuod) ¢ 3719VL

loyny NS

47



KIVUNJA e AL

Clinical Nursing

218 | wipEy-arid

(senupuo))

(8una8py ‘Suipuys ‘Buned ‘Suuspuem)

InoiAeyaq ul pue uoissaudxa

|e1e) Ul sedueyd (paads Bwn|joA

‘auoy) a2joA uj saBueyd {Suuajeasyy

‘Buisiiequaa ‘Supjjey) Juajuod

yoaads s,uosiad ayj 0} ua)si| sasinu
‘uoissa.88e 10) Sand SunPIS UBYAA

28papmouy

40 $32un05s SuUIS5300€ JO SABM

pue sasuasajald Sujuiea) vy} pue

‘3j04 Buisinu W g Jo saduanbasuod

‘sisouSoud Jnoge sya12q JI9Y3 ‘suopdo

juawieal} pue AJDA031 ‘aied |g L

Inoge a8pspmou Jo [As| paaisalad

119Y] :JO SULI3) Ul S3SINU PA3AINS
ayj} Suowe AJISISAIP SeMm aJay]

10} pajedoApE

A|91Enbape jou a.aMm Spaau SJ3.ed ‘|g)1

U3m ajdoad 10j Sa0)AJ8S DANE]
Buipinoid pue Suiuueld uaypa
‘paseasdu] Suped Joj Ajjiqisuodsal
2y} ajiym ‘paulpap Apalssaidosd
pue 2jenbapeul sem Aauinol aieayjeay
ay3 y3noayy Suluopisues; jiym
PaAl@dal uoljewsojul ay | ‘asseydsip
Buimoljo} saoialas aaoddns

Ul UoII2NPal B paduaLadxa siaied)

(A3e10s Aq padeld j2qe|) siayjo

4O S3A3 Ay U] J|as JO SsO| ‘(Juaiaylp

8uljeay) uosLieduwod Aq Jjas Jo sso|

{(sso| Alowaw) ‘98pajmouy-jjes Jes|d
JO S50| pasuauadxa g1 yum ajdoad

s8upuly

%001

%001

%001

%001

(LVIAIW) 81038
lesteadde Ayjen

SHOMBWeL
Poyiaiy uoisag
[B21311) Ul SISAjeue
Jjeway) ‘wieqian
paqLasues)
‘papJodail

-0Ipne SMalAIU|

sisAjeue ssep juaje|
Suisn pasAjeue ejep
*ASAINS DIUOIIB|T

sisAjeue
anewsayy Suisn
pasAjeue pue /
OAIAN SHD -~ ejep
aAeend SSdS
SBuisn pasAleue ejep
ASAINg “smalnIaul
PaINIINIYs-IWRS
pue aJieuuonjsanb
[e3sod pajepijeA
}omauely
Aloay} papunoid
ul poyaw
aAnesedwod
juejsu
Suisn pasAjeue
e1ep ‘WieqiaA
paqLasues}
pue papiodal
-0Ipne SMalAIRIUL
PaJn3dnJIs-|wag

spoyaN

spun Anfur
ulesq Juaseylp
0T Wouy sasinu gz

jo ajdwes aAlsoding

181
yam aydoad soy
Suped sasinu 16

Jo ajdwes aaisod.ing

181 yam ajdoad
Jo sia1ed $QT

Jo 3jdwes aAlsoding

181
Uam ajdoad Q1 Jo

ajdwes |eanaloay|

ajduieg

eljesjsny
-sjun Ainfug
ueiq jeydsoy QT

euemsjog-jepdsoy
ewneJ} Jolejy

eljedisny
-SMaIAIRIUL
[enplAipul

pue AsAans |e1sod

puejeaz maN
-8upes Ajlunwiwo?)

Sumes

18 yim ajdoad uy
uo|ssa.i88e jo1pasd
0] asn sasinu jey;
sand ayj Ajpuapi o

191 249Aas
/31eIapowW YIm
sjuaijed Joy Suued
noge sasuaJajaid
Sues|
pue sjai3q sasinu
aje8ysaAul o

Bl[ESNY ‘BLIOIIA
ul gL yim synpe
JO SJaJed JO spaau
pue a1ed yjeay
Jo saouauadxa
juaund

3y Aynuapi o

sanl| Ajlep ey ul
aney (1gL) saunful
uleiq anewne.;
Yum ajdoad jeyy
J|9s Jo saouauadxa
SnoLeA

a3y} Auiwexa o]

Ly

pouyaj uoisidaq
|eanuD 8uisn Apms
aanejlenb aandussaqg

Apnjs AsAins
PajepijeA [BUOIJIBS-5S0.D)

Apms aandisaq
SpoLIal paxiiy

Apnis Aloay} papunoloy
usisap Apmg

(5002) 10hd  vT

(9102) 'le 1@
eAuesaAQ £

(1102) 1B 3
ueyde|eD0 zZ

(866T) 42ON 1T
doyny NS

(ponupuod) € ITEAVL

48



1319

I Nursirlg_\’vlLEY

Journal of
Clin

KIVUNJA ET AL

Ical

{sanunuod)

poddns 03 syul| pue Juawadeuew

ased ‘dn-mojjoy a8seyasipisod

pauayjBuaJ)s Joj paau sem

aJay] 'spoddns jo adues e papiaoad

s1aAI32.102 Ajlwe ‘sasueyd ayl

J3Yjo pue uojjesisnyy pue joug ‘Jesue

‘SSBUpES HO0ys Jaleqsip ‘Ajuiessoun
paAjoAul asuauadxa |ejdsoy ay |

‘Joddns yyeis yyeay

[EJUBW [EUONIPPE JO ‘paseq-p.iem

|euonippe jy8nos sasinp ‘(saidajens

32USIISOINBU 'SJUIEIISI ‘SI1O.)

95UaS UOWWOI) paueA saidajens

pue sol3oe] “inojaeyaq Jo yoedw

pue sasned ay3 jo Sulpuelsiapun

ue pasnbai unojaeyaq Suidua|jeyd

3ujpuejsiapun “Ajjeuorssajold

dojaaap pue Aejs 03 asejd [epyauaq e

sem Inq SuiSuajjeyd sem JUSBWUCHAUD
22U31IS0INBU B} 3|94 SISINN

Ajajes
s,a|doad Joj pajedoApe pue {(sjulensal
40 9sn) $3559204d JuaLLUIRILOD
pasn ‘(asuodsal AJundas 10}
©2) Joddns |ewiaixa ysnos sasinN
“Jjels pue suosiad Jayjo Sunuley
40 351 3 39 03 |91 YIm 3doad
Buuapuem paalRdsad Aay] “jnesse
40 |njeay 25om pue pasedasdun 94
$35INN “Inoiaeyaq 3naip SuiSeuew
Jo spoyjaw 8unRiyuod paquasap
pue Suissalisip aq 03 Jnoiaeyaq
Sig.L ynm ajdoad punoy sasinN

puey je uopjenjis
ay) yum Suidod pue un Ajwey ayl uo
$123)J2 ay3 SuiSpajmoude ‘ssaulpuo|
5191 yum uosiad ayj Suisuss
-1a8ue s uossad ayy jo |nueay Sulaq
'sso| Alowaw yym Suljeap swojdwAs
Bungnosy Buiaiesqo isapijigesip

40 aueme Suiwodaq paqLIsap saljiwe
(uonesadsap ‘pateds Bulaq ‘uonensniy
‘AJoIXUE) SUOOWa paqLISap uj pue

s8ujpuiy

[esteadde Ayjend

DIEM]JOS OAIAN AQ
pajoddns sisAjeue
BAIIINPU| ‘WIeqIaA

paguasues} pue

Pap.oda. -ojpne

DIIM SMBIAIRIUL
PaIN}oNIS-1WaG

SISAjeue o[jewsyy
Buisn pasAjeue
Blep ‘Wieqian

paquosues)
pue papioal

-0Ipne ‘smalAlajul
PaINIINIS-1WS

sossadoid
2AIINPU] pue
onewsyy Suisny
pasAjeue ‘wieqian
aquasues}
pue pap.iodai
-0Ipne SMalA1alul
PaIN}ONLS-1WaS

sisA|eue Juajuod

3uisn pasAjeue

ejeq wneqsen

paquasues}

pue papiodal

-OIpNe SMaIAI)ul
auoydap |

POy

siandaled [T pue
(9 =u'igL) 1gv
yum ajdoad g1
Jo ajdwes aaisoding

191 Yyim

a|doad Joy Buued

sasinu pasasiSal ¢
Jo a|dwes aaisoding

181 yym adoad
Joj Buued sasinu
ajenpess xis

Jo 9jdwes ansoding

siaAISased
Ajlwey ajewsy /£
Jo ajdwes anisoding

9jduwes

B||BJ3SNy-32IAIDS
Juawaseuew ased
19v Ajunwwod
pue jun
juanedino [eydsoH

vSN-uawyedap
[exdsoy
22U3PSOINIAN

elfensny-jendsoy
ewnes; Aeia)

eljessny
-Bumas jendsoH

Sumas

1av
UM sjenpialput
Jo a|dwes
aasodind e jo
awoy o0} [epdsoy
wouy saouaudxe
uonisues

ay) alojdxa o]

SINOIABYRq
SujBuajieys yum
sjuanjed Joy Suped
JO saouauRdxa
,595.nU paJaysidal
Jo Buipueysiapun
ue ues o]

1L Suimoyjo}
elsauwe Jijewnes)
-3sod ym sjuaned
1oy aJed Suipiaoad
sasinu ajenpess
uelesny
paJaysi8al Ajmau
Jo saouauRdxa
3y} aqusap o

191 YIM SueIajan
0] ased Suipiaoad
sianiSaied Ajwey

10 @2uapadxa
2y} aquasap o)

wy

Apnis [edi8ojouswouayqd

aAndudsag

Apnis
aAijejenb aanduisag

Apnis
aAiejenb aAndulsag

Apnis
aAiejjenb aanduasag

ugisap Apmg

(£002)
‘‘ejasauwng 8z

(600z) Auaios /g

(¥102)
apnejy
pue Aqiess 9z

(ST0Z)
‘le 39 ueges  gg

Joyny NS

(penunuo)) ¢ 3719VL

49



KIVUNJA et AL

Clinical Nursing

lournal
2 | wiLEY—Shm

‘21035 |00] |esiesddy Spoyla paxiy ‘I VAW ‘Adnlul uieiq dnjewnes) ‘g1 H4om 0] wingal ‘ALY SisAjeue [eaidojouswouayd aanelaidiajul d| Juawpedap Aduadiawa ‘g3 ‘Aunful ulesq pasinboe ‘|gy

PIIY JRY3

J10) Bunesoape pue ‘wa|qoid 159881

2243 ypm Suliesp ajqissod se |ewiou

se Sal| Jiay) Bupjeuw :A)ayes s pliyd

112431 SuuIAPISUOD uleaq S PlIYd 1BY)
ynm Buildauuodal paquIsap sisylop

8ujag-||am pue 34| Jo Aem |nySujuesw
aJow e paJisap ‘swajqoid/spaau
|euossad puejsiapun jJou pip siaJed
3SNEJ3q PAJesISNIy DI3M PUE U)S)|
jou pip ‘Juajedw awedaq siaA|8aied
Je41 334 181 Yum a)doad “aseydsip
191Je sa0IAlas poddns 03 ssadoe
PUB UOIIE}|IGeYa) UO UOJeuLIO|
Jayuny o} passaidxa sem paaN
‘Jnouing pue anSije) ‘uoljessny ‘ssans
Aq pajdayje atom 3uieg-|l2m pue ijesy
|EJUaW S3l[IWe 4 SaNss| [eJnolABY3q
191 pue sa8uey> Ajjjeuosiad
Juawiiedw aau8od yym Surdod
10§ 33ueping JO >oe| pue Uolewo)ul
xa|dwod Buiaiedal ‘suejdisAyd woly
uoneduNWWod Jood paquasap saljiwey

souauadxe 482 ay) Buisieuostad pue
Sewiwa|ip yym SunB8nns saljiwe) ypm
Buppom ‘|g1 yam uossad auy o3 Supjjey
qe)js JjweuApowsey) uuojjuow

pue Sujulejuiew ‘191 y3m uosiad
3y3 Inoqe Sujuiea| paquUISIP SISINN

Sulaqg-|om |eaiSojoydAsd

Buuejulew pue sapiaRe [NySujueaw
ul SuiBe8ua aJam se [eidlauaq

2J9M JUDWIDAJOAU] AJIUNWWIOD pue
sylomiau diyspuaiy Suip|ing sdnoid

s3uipuiy

sisAjeue
|eaiBojouawouayd
aApdudsaq
‘Wijeqan
paquasues
9 papiolal
-olpne aam
apIng malasaiul
uisn smainiRul
%001 [euipnyiduo| g

‘sisAjeue J1jewaLyy
Buisn pasAjeue
ejeq ‘ajenjead

03} Z 3seyd
‘s|00} dojAap
0} SM3IAISIUI

[ aseyd "wieqsaa

paquosues}

1§ papiolas-oipne

sdnoJd snooy
® s[enpiaipul jo
smalnaul Yidap-u)

(sisAjeue ejep
Jo uondudsap
ajenbapeul) %5/

8uipod

Asoay) papunousd
pue poyiaw
uosuedwod
juejsuod

Suisn pasAjeue
ejleq ‘wpeqsen

paquasues
pue papiodai-oipne
%00T BU9M SMIIAIRIU|
(LVIAW) 2108 spoyapy
[esteadde Ayjjend

19.L yim

a|doad jo siayjow

£ Jo ajdwes
2OUBIUBALOY

siaquiaw
Alwey 6/1 9

SIOAIMNS |91 pSE
Jo ajdwes aAisoding

191 yim
a|doad io0j Buued

sasinu NI 9T
Jo a|dwes aAljsoding

ajduweg

vsSn-iaL

ypm sjjnpe SunoA

Yum siayow

Jo sdno.8 poddng

ey yinos
-s$21ul2 Joddns
juanedino pue

|endsoy a.ied 3oy

vsn
-|endsoy Suiyoea)

Sumes

191 Yim synpe
SunoA Suidjpy
Jo asuaLadxa

siayjow
aquasap o)

sdunjas
pa24nosasapun
ul gL
40 seousnbasuod
yum adod o3
JJels pue saljiwe)
9pIng 03 5|00}
ajea.d (1) saljuwey
pue sjuaijed
191 4oy saBuajjeyd
Ay aujwexa (1) o)

sjuade Supjo|q
JEINISNWOINSU
8uin@al io gL e
0} anp puodsai 0}
3|geun a1am oym
sjuaijed Joj Suped
SasINuU 3Jed [EILD
JO saouaLadxa
ay) aso|dxa o)

Apms |eai3ojouswouayd

aAndussap ‘leulpniisuon

Apmis aanjejenb

aandudsap ‘Aiojeso|dx3

Apn3s A103Y} papunoID)

usisap Apms

(panuiuo)d) § 378VL

(5002)
191104 pue

nAunmieABuopy 1€

(sT02Z)

‘e 19 PISg9M 0E

(666T)
BANSUEIIA 67

oyny NS

50



KIVUNJA ET AL

Journal of —W ILEY 1321

Clinical Nursing

TABLE 6 Clustering of themes within the three categories

Main categories

People with TBI
experiences

Family members'
experiences

Categories

Experiencing challenges to
self-identity

Feeling different

Experiencing a changed
body, behaviour and
emotions

Needing practical help

Experiencing personal
growth

Regaining personal control

Seeking support

Seeking partnership with
health professionals

Subcategories

Regretting and grieving for lost independence
Having concern for personal cost to life in terms of lost abilities*®

Worrying about others involved/affected by the traumatic event*®

Experiencing insensitivity of health professionals®

Being unable to communicate own views to caregivers®

Receiving mistreatment from caregiving staff'>1%

Coping with impatience of caregivers®®

Engaging in self-criticism and social withdrawal®

Struggling to manage irritability triggers: negative comments, criticisms, family dynamics’
Pondering how to overcome authoritative rule and having input into personal care®"”
Learning to live in a restrictive care environment®

Receiving care that lacked empathy generating psychological distress'*

Longing to return to home or family*?

11,28

Experiencing a sense of abnormality®*®2?
Being excluded from care planning®
Experiencing stigma and discrimination
Having decreased social interaction and valuing life differently®*

The difficulty of having to rely on carers for assistance®

Being in receipt of unfamiliar care’

Lacking control over personal life*

Feeling powerless and desperate®®

Feeling stranded in hospital where community support was not available?®

14,21

Experiencing increased irritability post-TBI”

Having somatic and cognitive difficulties”*®

Having physical, emotional and behavioural changes?*

Experiencing anxiety from changes to routine”

Experiencing difficulty living with memory loss, confusion and mental changes®?°
Having to do things slower than before?

Needing follow-up services postdischarge from hospital®®

Longing for the right kind of help***?
Needing practical support from close friends
Wanting collaborative relationship with healthcare professionals'?
Inadequacy of organisational resources hindered practical help*®
Needing factual information from nurses®*

15,19

Growing through involvement in community support groups®®
Undertaking meaningful activities and managing personal time?®

Maintaining physical and psychological well-being®®
Mastering unfamiliar situations”

Achieving new ways of doing things*

Adapting to and accepting changes post-TBI'!
Making sense of the situation®®22

Regaining control over every day life'®

Engagement with rehabilitation affected by personal perspectives post-TBI 18

Wanting culturally appropriate support from caregivers®®
Needing information to support understanding of TBI care
Longing for emotional and practical support®*>*”

Seeking strategies to manage feelings of helplessness'®
Engaging strategies to offer encouragement and coping'®

17,20

Wanting family involvement in care delivery®

Needing to be informed of care provision options™

Expecting to be listened to7®

Wanting support for the person and carers upon discharge®?

Advocating for the family members with TBI®!

Desiring honest and clear information about care being given®

Wanting to be involved in decision-making®®

Feeling unsupported by healthcare professionals'®

Feeling that the information being provided about a loved one’s TBI was insufficient'®

(Continues)
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TABLE 6 (Continued)

Main categories

Nurses' experiences

Categories
Making Sense of TBI

Pursuing positive coping

Dealing with new family
responsibility

Providing advocacy and
support

Monitoring physiological
response

Maintaining personal safety

Providing a therapeutic
environment

Entering the person's world

Subcategories

Having difficulty grasping the significance of TBI*®

Getting the news and making sense of it"”

Grasping the person with TBI's disabilities>®

The value of meaningful information about prognosis??
Understanding that cultural and religious beliefs affect TBI care®®
Finding coping strategies to manage personal circumstances>>*

Engaging ways to maintain hope®
Having spiritual strength®®

Taking 1 day at a time®

Holding on to hope and moving on®'”

Experiencing altered family dynamics*®

Feeling of “dealing with the biggest family problem"**

Recognising the psychological impact TBI has on every member of the family'®

Experiencing family strain due to balancing family commitments with TBI care'®
Experiencing uncertainty about TBI progression and prognosis*®

Sharing the responsibility of family care®®

Feeling fearful and unprepared with how to deal with a TBI family member when discharged
from hospital®®

Assessing people with TBIs' and families’ care needs and addressing them effectively®®
Supporting family members with decision-making and accessing welfare?

Working collaboratively with family when planning people's discharges to ensure adequate
support is provided for>2?

Educating family members in TBI care?

Aiming not to give families false hopes about prognosis'®

Knowing the baselines??

Knowing the person’s responses to procedures and medications®’
Reading subtle cues®’
Monitoring, assessing and making clinical judgement®”

Enhancing personal safety and guality of care through creating a safe care
environment?2427

Using evidence-based guidelines®

Identifying people's aggression triggers®*

Watching out for people with TBI*®

Using nurse call button to alert other staff members for help®®

Questioning whether the use of restraints and containment for personal safety were ethical
nursing practices?®

Advocating for the use of one-to-one nurse assistants to observe and ensure safety for
people with TBI%

Experiencing fear for personal safety®®

Managing noise from alarms and beeps®’

Managing light®®

Maintaining regular repositioning of people with TBI for comfort®?

Promoting light music and quiet moments®’

Providing person-centred care by individualising the person with TBI's care experience??
Experiencing barriers to providing care such as inadequate staffing, which hindered delivery
of quality care 1820

Provision of care was hindered by organisational factors such as lack of resources and
trained staff2°

The use of care bundles improved nurses' knowledge and quality of personal care®

Lack of adequate equipment hindered performance of nursing tasks®

Feeling inadequately prepared to manage pain for people with combat-related TBI*?
Deciding whether talking/not talking to the person with TBI depending on the level of
person’s acuity, comprehension, family dynamics and context of TBI2

The need to familiarise self with the person, family or carers 2%
Viewing people with TBI as best judges of personal pain®?
Learning about the person from family or significant others®’
Striving to understand the person with TBI's word®®

Offering reassurance and explanation of procedures?”
Orientating the person®’

(Continues)
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Main categories Categories Subcategories
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Being nonjudgemental about the person with TBI 27
Establishing therapeutic relationships with person’s families?
Considering the person as an object of care and not as a whole®

The importance of beliefs
and competence in
providing nursing care

one's TBI *&

Novice nurses feel overwhelmed and intimidate:

Identifying personal beliefs related to the presenting nature of TBI*®
Perceiving level of competence and knowledge regarding TB
Facing a dilemma as to what information should be communicated to family about a loved

|23

d29

Caring for people with severe TBI was considered as being complex®

Needing more specialised training the care for people with TB

Managing challenging
behaviour TBI*?

123

Experiencing caregiving as complicated when mental health problems were combined with

Needing more mental health skills training?’

Understanding how own perceptions of challenging behaviour can affect care?®
Predicting aggression using cues from people with TBI and calling for support®:
Experiencing distress of TBI care for newly graduated nurses2®

Dealing with conflicting ways of managing challenging behaviour®®

Seeking support from other allied health professionals, for example, psychiatris

t52 6,27

Using restraints for safety®?

Being a target for personal aggression—physical or verba

|27

Experiencing stress as a result of caring for people with TBI presenting with aggressive

behaviour®®

Experiencing competing needs around timing of medication for people with TBi

Ilb

Feeling angry and considering resignation in response to difficulty coping with continuous
challenging personal behaviour®®
Avoiding caring for people with TBI presenting with challenging behaviour?”

Superscript numbers denote article reference number in Table 5

both TBI and mental health problems required a special skill set; rec-
ommendations for specialised training have been made to allow
nurses to navigate challenging behaviour in a more effective manner
(Jaimes et al., 2015).

Nurses expressed being a target for both verbal and physical
forms of aggression while providing care for people with TBI (Searby
& Maude, 2014; Soreny, 2009). To provide effective care for people
with TBI exhibiting challenging behaviour such as aggression, nurses
needed to understand their own perceptions of challenging beha-
viour and how these perceptions might impact their care choices
(Searby & Maude, 2014). There were conflicting ways of managing
aggressive people with TBI; while some nurses relied on restraints
and containment, others did not, out of concern for personal safety.
Less restrictive nursing strategies included monitoring for predictable
cues such as the person’s facial expressions and tone of voice
(Wongvatunyu & Porter, 2005).

In some circumstances, nurses sought support from allied
health professionals conversant in navigating challenging behaviour
or mental illness (Searby & Maude, 2014; Soreny, 2009). Nurses
also experienced competing needs around timing of medication for
people with TBI who presented with challenging behaviour, espe-
cially when their expectations, and/or medical officers’ expecta-
tions differed from what nurses felt needed to happen (Searby &
Maude, 2014). Nurses often found the conflicting approaches to
challenging behaviour difficult to navigate; this was especially so
for newly qualified nurses who were unfamiliar with the care
needs of people with TBI (Searby & Maude, 2014; Villaneuva,

1999). Nurses expressed a sense of frustration and some consid-
ered resigning or changing clinical specialty as a result of being
unable to cope with continuously strenuous problems of managing
challenging behaviour (Soreny, 2009).

5.1.3 | Valuing skills and competence

The cross-cutting theme of valuing skills and competence resonated
primarily within the category of nurses’ experiences. Nurses needed
appropriate clinical skills and competence to understand and address
the care needs for both people with TBI and families. For example,
nurses needed observational skills to understand the person with
TBI's usual response to procedures and medications, to manage the
environmental stimuli such as noise and light, to read subtle cues
from the person and to monitor, assess and make clinical judgements
(Villaneuva, 1999). The communication skills and competence of the
nurses were also considered as essential for the provision of effec-
tive care. Nurses had to make constant decisions about whether to
discuss aspects of care with people with TBI and families, depending
on the level of the person’s acuity and comprehension, family
dynamics and the context of care. Nurses required advanced com-
munication and education skills to prepare family members for their
changed situation and caring role (Coco et al, 2013; Villaneuva,
1999).

Caring for people with severe TBI was considered a complex task
that required specialised nursing skills and competence and novice
nurses were at times overwhelmed and intimidated while providing
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person-centred care (Damkliang et al., 2015; Oyesanya et al., 2016;
Villaneuva, 1999). For example, nurses felt inadequately prepared to
manage pain for people with combat-related TBI, and this was an
area where further training would be valuable (Jaimes et al., 2015).
Nurses' beliefs about the nature and causative factors of TBI, along
with beliefs about their own level of skills and competence, influ-
enced the approach they used to provide care (Oyesanya et al.,
2016).

5.1.4 | Struggling with changed family
responsibilities

There were notable changes in the lives of family members who
often struggled with changed family responsibilities and dynamics.
Families experienced difficulty receiving the news about the person
affected by TBI, grasping the significance of the TBI situation and
making sense of it (Keenan & Joseph, 2010; Lefebvre et al., 2005).
Families particularly struggled to come to terms with the person’s
disabilities and expressed the need to receive meaningful informa-
tion from healthcare professionals about care and prognosis (Oye-
sanya et al, 2016; Saban et al., 2015). Families also found it difficult
to navigate their personal circumstances in order to accommodate
the care needs of the person with TBI, which might include sharing
care responsibilities as a family (Kao & Stuifbergen, 2004). Accom-
modating the care demands of a person with TBI could lead to alter-
ations in family living arrangements or work commitments (Kao &
Stuifbergen, 2004). Culture and religious beliefs influenced how fam-
ilies adjusted to TBI. For some families, coping strategies included
maintaining hope, having spiritual strength, taking 1 day at a time
and thinking positively (Gebhardt et al, 2011; Keenan & Joseph,
2010; Mbakile-Mahlanza et al., 2015; Saban et al., 2015; Wong-
vatunyu & Porter, 2005).

5.1.5 | Maintaining productive partnerships

People with TBI preferred productive partnerships with health profes-
sionals to better manage the burden of TBI and actively sought col-
laborative approaches to care (Lefebvre & Levert, 2012; Lefebvre
et al., 2005). People with TBI sought productive partnerships that pro-
vided factual information about TBI care, provided appropriate sup-
port from posthospital follow-up services, which engendered support
among family and friends (Jumisko et al., 2007, 2009; Lefebvre et al.,
2005; Oyesanya et al., 2016; Villaneuva, 1999). However, people
with TBI also described a lack of organisational resources which
impacted negatively on the quality of support they received from
clinical partnerships.

Families also preferred to work in productive partnerships with
health professionals. In such partnerships, family members wanted
honest, clear and timely information, to be fully involved in care pro-
vision, to be listened to and to be consulted about important deci-
sions (Gebhardt et al. 2011; Keenan & Joseph, 2010; Lefebvre
et al, 2005; Wongvatunyu & Porter, 2005). In some situations,
healthcare professionals selectively disclosed information to family

members and this practice was detrimental to maintaining productive
partnerships (Mbakile-Mahlanza et al., 2015).

Family members longed for culturally appropriate partnerships
with healthcare professionals that allowed the right kind of emo-
tional and practical support (Johnson, 1995; Keenan & Joseph,
2010). This included providing culturally appropriate information to
enable a deeper understanding of TBI care (Mbakile-Mahlanza et al.,
2015). Families also expressed the need for pragmatic support and
interventional strategies to help manage feelings of helplessness and
to promote coping (Johnson, 1995; Kao & Stuifbergen, 2004).

Nurses described working closely with families in establishing
and maintaining productive working partnerships and in learning more
about the person with TBI (Coco et al., 2013). This productive part-
nership approach was important when planning discharge for people
with TBI to ensure that adequate support was provided (Coco et al.,
2013; Villaneuva, 1999). To achieve a productive partnership, nurses
described entering the person with TBIs" world, to know the details
of the person’s life and care needs, and familiarising themselves with
the family or other carers. Nurses sought productive partnerships
through viewing people with TBI as the best judges of their personal
pain, offering reassurance, routinely orientating them to place or
time and by explaining the care being delivered (Jaimes et al., 2015;
Villaneuva, 1999). Nurses also sought productive partnerships with
families by providing information to guide decision-making and by

supporting them to access welfare services (Coco et al., 2013).

5.1.6 | Reflecting on workplace culture

Family members saw the provision of culturally appropriate care not
just as a partnership issue with individual nurses, but also as a work-
place culture issue. When workplace culture did not support or value
cultural competence, families’ cultural preferences were overlooked
and they felt misunderstood (Mbakile-Mahlanza et al., 2015).

Nurses' beliefs and actions were influenced by their workplace
culture. Although nurses used guideline-based care which they
believed supported them in the provision of more effective, safe,
high-quality TBI care (Damkliang et al., 2015; Searby & Maude,
2014; Soreny, 2009), the use of restraints was described being
dependent on workplace culture. Some nurses questioned whether
the practice of restraints was ethical and advocated for the use of
one-to-one nursing to enhance the safety and dignity of people with
TBI (Searby & Maude, 2014). Nurses also experienced organisational
barriers to the provision of high-quality TBI care, including inade-
quate staffing, lack of appropriately trained nursing staff and inade-
quate equipment to perform certain nursing tasks (Damkliang et al.,
2015; Lefebvre et al., 2005; Mbakile-Mahlanza et al., 2015).

6 | DISCUSSION

This paper reports on an integrative review, which examined the
experiences of giving and receiving care in TBI from the perspectives
of people with TBI, their family members and nurses in hospital and
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rehabilitation settings. The broad aim of the review was to collate
and analyse the diverse literature base in order to provide direction
for improving care for people with TBI and their families. Information
generated may serve as a resource for health professionals to guide
TBI care provision.

The most striking finding is the mismatch in perceptions of per-
son-centred care between people with TBI and nurses. Although
both groups identified seeking personhood as a key concem, and
nurses described their careful attention to the people with TBIs'
physical, emotional and social needs, this was incongruent with peo-
ple's reports of poor nursing care, which could be experienced as
impatient, uncaring and restrictive. This review draws on multiple
sources, and it is acknowledged that people with TBI in some TBI
settings may receive high-quality nursing care. However, this review
indicates that the nursing care may not be as person-centred as
nursing staff believe. This finding is consistent with research outside
of TBI settings, which suggests nursing staff may be unaware of
how task-focused their care is, or how visible their attitudes, skills
and competence are to people with TBI (Morris, Payne, & Lambert,
2007). Other researchers have attributed the mismatch in the per-
ception of person-centred care between people with TBI and nurses
to inadequate nurse staffing, task-focussed care and time constraints
that reduce nurses’ capacity to individualise care and engage with
people with TBI (Hunter, Hadjistavropoulos, & Kaasalainen, 2016).

Cultural beliefs are also bound to contribute to the mismatch in
perceptions of care between people with TBI and nurses as such
beliefs may shape interpretations of person-centred care (Mbakile-
Mahlanza et al., 2015). Clearly, the mismatch in perceptions of care
is a major barrier to productive partnerships which necessarily encom-
pass physical, emotional and social aspects of skilled and competent
care.

Second, nursing management of challenging behaviour was
described by people with TBI as overly restrictive and was detrimen-
tal to their efforts to regain personhood. Restrictions on free move-
ment in TBI care may reduce unfavourable outcomes such as falls or
harm to others, and workers are required by law to provide and
maintain a work environment which ensures that there is no risk to
health and safety (News South Wales Government, 2011). It is likely,
therefore, that restrictive nursing care in TBI settings is an attempt
to meet both safety and legal obligations and prevent foreseeable
injury. Nursing staff were, however, clearly conflicted in regard to
best practice for managing challenging behaviours. The provision of
skilled and competent nursing care was often influenced by work-
place culture, which conflicted with nurses’ values regarding care. For
example, the routine use of restraints to manage challenging beha-
viour was seen by some nurses as unethical. This is because of the
heightened risk of physical and psychological harm to people with
TBI and may contribute to nurses being emotionally affected after
caring for restrained people with TBI (Lach, Leach, & Butcher, 2016).
This review found that some nurses felt overwhelmed by their caring
role and unable to cope with managing challenging behaviour. Novice
nurses particularly struggled to institute rational, remedial nursing
interventions.

lournal
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In contrast, this review suggests that less restrictive measures for
managing challenging behaviour in TBI care are achievable, with
nurses describing careful assessment and monitoring to avoid escala-
tion. Restraint-free care environments are possible, with nurses
encouraged to target and address the contributing factors, and this
has been linked to increased satisfaction with care (Lach et al.,
2016). It is also the case that healthy workplace culture can empower
nurses to question clinical practices irrespective of the level of
seniority. The risks and benefits of free movement of the person
with TBI care needs to be carefully considered and decided on an
individual basis. To maintain well-being for people with TBI and pro-
mote personhood, as well as reducing the distress for nurses provid-
ing care, we would suggest that restraints in TBI are considered as a
last resort, and that staff be provided with sufficient training, proto-
cols and resources for alternative interventions.

Finally, this review suggests that TBI care put significant strain
on family members and alters family dynamics. People with TBI felt
inadequately supported by their families or informal caregivers
(Chamberlain, 2005; Erikson et al., 2007; Freeman et al., 2015;
Jumisko et al.,, 2007; Kao & Stuifbergen, 2004; Saban et al., 2015;
Webster et al., 2015). Families struggled to adjust to their caring
responsibilities and required tailored support. Although nurses tried
to maintain productive partnerships by encouraging families to engage
in personal care and by providing detailed and meaningful informa-
tion about the nature of, and reasons for care, there was once again
a mismatch in perceptions: families still perceived a lack of support
from health professionals and reported unmet information and care
needs.

It is unclear whether a lack of support from nursing staff
impacted on the capacity of families to provide helpful care to
their relative with TBI. Struggling to come to terms with altered
family relationships and a TBI diagnosis, families may require sup-
port services beyond those offered by health professionals, such
as financial support or respite care. Disability support services and
respite services, along with many other forms of practical, funded
assistance can reduce care burden for families (Coco et al., 2011).
An example of such support is Australia's new National Disability
Insurance Scheme (NDIS) which provides a more flexible funding
model to maximise the affected individual's independence, commu-
nity involvement, education, employment, health and well-being
(NDIS, 2016). While the form of support required varies from per-
son to person, the NDIS seeks to fund support that enhances a
person’s ability to take care of their daily living requirements, such
as mobility equipment, professional therapies, employment support
or modifications to increase the safety of home living environ-
ments (NDIS, 2016). Nevertheless, it should be acknowledged that
not all families are well positioned to assume or maintain a carer
role, due to commitments, other caring responsibilities, existing
health issues or the physical and psychological consequences of
carer-stress (Fleming et al, 2012). The concomitant care of young
children compounds the complexity of family caring with likely
People with TBI face

leaving an

consequences for family well-being.

decreased participation in parenting, unequal
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distribution of family responsibilities such as raising children
(Maestas & Sander, n.d.).

6.1 | Limitations of this review

The first limitation for this review is that only papers published in
English were included. Therefore, pertinent papers from diverse cul-
tural settings, which could have informed further discussion, were
not reviewed. Also, many of the papers included in the review were
qualitative, and hence context bound in time, place and culture.
Therefore, when transferring these results, they should be consid-
ered in the light of the reader’s own context. For example, some
studies were published prior to 2000 (Johnson, 1995; Nochi, 1998 &
Villaneuva, 1999). It may be that both TBI care and workplace cul-
ture have shifted significantly.

Additionally, the included studies frequently researched people
with TBI, families and clinicians separately, and again, possibly across
different contexts. It is therefore conceivable that some of the mis-
match we discovered between people with TBI and nurses’ percep-
tions of care could be explained by this. Finally, as all reviews are
dependent on the strength of the search strategy, there is a possibil-
ity that the search terms used may have excluded some studies that
investigated certain aspects of TBI care.

7 | RELEVANCE TO CLINICAL PRACTICE

1. A greater emphasis on involvement of the people with TBI and
their family in the designing of care plans can minimise the gap
between consumers' and nurses’ perceptions of person-centred
care. Collaboratively identifying care challenges and setting realis-
tic goals can support productive partnerships and acknowledge
personhood through a reciprocal understanding between people
with TBI and nurses {Lefebvre & Levert, 2012). Furthermore, cul-
tural competence training may reveal diverse customs and beliefs
which can then contribute to a deeper understanding of personal
care needs and other factors that support the framing of cultur-
ally congruent health care (Roscigno, 2013).

2. To reduce people with TBIs' sense of being restrained and con-
trolled, routine formal falls risk screening may identify risks that
are actual and individualised, rather than inferred through a
restrictive blanket approach (Spoelstra, Given, & Given, 2012).
Similarly, aggression risk or violence risk screening may enable
early identification of challenging behaviour and support the
timely enactment of individualised preventative measures which
are more humane.

3. Novice nurses need to be well-orientated to the TBI care envi-
ronment. Structured training may equip them with proven strate-
gies for managing agitation or aggression including de-escalation
actions, making early requests for assistance and engaging input
from allied health professionals with mental health skills (Lach

et al., 2016). Specific training in managing aggressive behaviour is
known to be effective in developing clinical skills and enhancing
nurse's confidence to practice (Soreny, 2009). Rigorous specialty
orientation programs and transition to specialty practice pro-
grams can enhance skill acquisition, standardise practice and
improve the delivery of nursing care.

4. TBI rehabilitation care should promote family functioning by
developing the person's sense of their strengths, encouraging
people to accept help, building organisational skills and encourag-
ing family therapy where relevant (Maestas & Sander, n.d.). Peo-
ple with TBI and their families should also be referred for
professional guidance to maximise their access to available ser-
vices and funding.

8 | CONCLUSION

There is often a mismatch in the perception of person-centred care
provided in TBI between people with TBI, family members and
nurses. Strategies that enhance inclusive collaboration of people
with TBI and families into care planning should be encouraged. This
requires structured reframing of communication and care planning
processes to enable the time, space and communication skills to
enhance input and inclusion of people with TBI and their families.
People with TBlI may present with challenging behaviour and
nurses need proper training and skills to navigate this complex
field. Greater support for novice neurological nurses and a consis-
tent, evidence-based approach to behavioural de-escalation and use
of restraints is likely to improve staff competence and ensure the
delivery of quality TBI care. Support for families caring for a people
with TBI should be an integral part of care provision to relieve care
burden. It is important for people with TBI, their families and
nurses, to establish and maintain productive partnerships that fos-
ter mutual understanding and encourage information sharing.
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Reflection on publication

This was my first publication as a novice researcher and introduced me to the
rigorous design and conduct of literature reviews. | acquired invaluable knowledge
and skills that then formed the foundation of the next two publications included in this

thesis.

This integrative review revealed that there was limited understanding of what
patients and families/carers perceived as important contributions to TBI care.

Also, healthcare providers do not know what challenges, enables or inspires nurses
to give the best possible TBI care. This integrative review identified a clear mismatch
between patients’, families’ and nurses’ care expectations that relate to personhood
in TBI nursing care. However, most papers in the integrative review studied patients,
family carers or nurses as a standalone cohort at different locations. Therefore, it is
unclear whether these mismatches were due to differences in the research contexts,
including country, historical placing and level of acuity. It remains unclear what kind
of nursing care promotes personhood for people with TBI and promotes partnership
between families/carers and nurses. To date, there is no published research that
integrates patient, family and nurse experiences of TBI care and the social
processes that promote personhood and collaboration in care. This Constructivist

grounded theory study aims to address this gap in the literature.
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Abstract

The aim of this discussion paper is to explore factors and contexts that influence
how nurses might conceptualise and assign personhood for people with altered
consciousness, cognition and behaviours. While a biomedical framing is founded
upon a dichotomy between the body and self, such that the body can be
subjected to a medical and objectifying gaze, relational theories of self, multicultur-
alism and technological advances for life-sustaining interventions present new
dilemmas which necessitate discussion about what constitutes personhood. The
concept of personhood is dynamic and evolving: where historical constructs of
rationality, agency, autonomy and a conscious mind once formed the basis for
personhood, these ideas have been challenged to encompass embodied, relational,
social and cultural paradigms of selfhood. Themes in this discussion include: the right
to personhood, mind-body dualism versus the embodied self; personhood as
consciousness, rationality and narratives of self; social relational contexts of
personhood and cultural contexts of personhood. Patricia Benner's and Christine
Tanner's clinical judgement model is then applied to consider the implications for
nursing care that seeks to reflexively incorporate personhood. Nurse clinicians are
able to move between conceptions of personhood and act to support the body, as
well as presumed autonomy and relational, social and cultural personhood. In doing
so, they use analytical, intuitive and narrative reasoning which prioritises autono-
mous constructions of self. They also incorporate relational and social contexts of
the person receiving care within the possibilities of technological advances and

constraints of contextual resources.
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1 | INTRODUCTION

Definitions and constructs of personhood in healthcare are contex-
tual, and often depend on culture, beliefs and the medical conditions
that affect a person, including impacts on their rationality, self-
determination and capacity to interact with their social world
(Garthoff, 2019; Penner & Hull, 2008; Scharmer, 2018; Walker &
Lovat, 2015). Consequently, what encompasses nursing care for
people with altered consciousness, cognition and behaviours is bound
to be influenced by the value and understandings that nurses assign
to personhood (Blain-Moraes et al., 2018). In many healthcare
settings, and in health literature, notions of personhood are founded
upon the existence of a biological being with unique personal
attributes, who possesses autonomy (which may be either personal or
relational), with most constructs of personhood incorporating both
the body and society (Berenbaum et al., 2017; Kong et al., 2017;
Playford & Playford, 2018; Walker & Lovat, 2015). This discussion
paper draws on literature addressing both personhood and its
relationship to care for people with altered consciousness, cognition
and behaviours, including people with dementia (Berenbaum et al.,
2017; Higgs & Gilleard, 2016; Milte et al., 2016; Palmer, 2013;
Smebye & Kirkevold, 2013; Vukov, 2017), people in intensive care
units (ICU) (Koksvik, 2016; Walker & Lovat, 2015) and older adults in
residential care homes at end-of-life (Kong et al, 2017). It also
examines research on the personhood of people with lived
experience of mental health challenges (McTighe, 2015) and people
in a neurologically nonresponsive state following severe traumatic
brain injury (TBI) (Playford & Playford, 2018; Young, 2019).

2 | THE RIGHT TO PERSONHOOD,
MIND-BODY DUALISM VERSUS THE
EMBODIED SELF

There are complex and ethically, legally and politically fraught
debates about what it means to be a person, including whether a
person with diminished capacity or a nonresponsive patient is
conceived of as a full person (Blain-Moraes et al., 2018; Koksvik,
2016; Penner & Hull, 2008; Playford & Playford, 2018). For example,
in relation to the acknowledgement of humanness, the American
philosopher Jeff McMahon argued:

How a being ought to be treated depends, to some
significant extent, on its [sic] intrinsic properties—in
particular, its psychological properties and capacities.
With respect to this dimension of morality, there is
nothing to distinguish the cognitively impaired from
comparably endowed nonhuman animals. (1996, as
cited in Playford & Playford, 2018, p. 1409)

Tristram Engelhardt also questioned the automatic right to
personhood among people with significant impairment: ‘If the signifi-
cantly neurologically or physically damaged human being no longer has
the attributes necessary to ‘rationality’, then that human being no longer
enjoys a claim to personhood' (1996, as cited in Walker & Lovat, 2015,
p. 311). Furthermore, James Walter proposed that a lack of particular
capacities not only has implications for personhood, but also for access
to clinical care: ‘When the properties that define humanhood are absent,
the patient is not considered a moral subject who possesses any rights
to healthcare’ (2004, as cited in Walker & Lovat, 2015, p. 311). While
these ideas are quoted from the 1990s and early 2000s, even recent
literature referred to people who are unresponsive as being in a
‘vegetative state’ (Playford & Playford, 2018); language that suggests
that the unresponsive person becomes a nonperson when they are
unable to interact with or respond to their world.

In medicine, the dichotomous construct of mind-body dualism
has been central to conceptions of personhood, where the physical
body as a vessel for life is seen as distinctly separate to the
nonphysical, subjective and rational self (Descartes, 1641/1996). This
Cartesian dualism reduces human beings to body organs or parts,
separate from mind, emotions and sense of identity (White, 2013).
Historically, as the care of living bodies moved from the home to
hospitals, further study, comparison, classification and statistical
evaluation of the physical body was made possible and has been
referred to as a medical gaze over a machine-body (Foucault, 2003).
The dehumanising impacts of this separation of the body from the
person's identity, and the material and intellectual frameworks that
maintain the medical gaze, have been described as ‘infused’ with
power (Foucault, 2003). This is, particularly, relevant to the power of
medicine to name, describe and control. The dehumanising impact of
the Cartesian view of the body, and its consequence (the medical
gaze) in objectifying the body, sees nothing in it that is intrinsic to
personhood (White, 2013).

In contrast, personhood has been understood through the idea of
the lived body, which has emerged to theorise a unified and embodied
human existence (Koksvik, 2016). There is an intertwining of the
physical (habitual, biological, organic) body with the existential
(personal, spontaneous, individual) body that is constantly trans-
formed by the situations people find themselves in, as they perceive
their world and express themselves through their body (Merleau-
Ponty, 1962, 1968).

3 | PERSONHOOD AS CONSCIOUSNESS,
RATIONALITY AND NARRATIVES OF SELF

Central to the historical and philosophical positioning described, most
definitions of personhood encompass the notion that a range of

psychological and intellectual capacities impact on a person's
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perception of the world, such as self-consciousness, rationality,
cognition, moral agency, autonomy, linguistic ability and the ability to
have goals and make plans (Penner & Hull, 2008; Playford & Playford,
2018; Walker & Lovat, 2015). This is, however, challenged by stages
of human development and comparisons with nonhuman beings; for
example, the notion that newborn babies have lesser cognitive
abilities than adult chimpanzees (Premack 2007, in Playford &
Playford, 2018).

While rationality and intellect develop over a lifetime, when
they become a focus for perceived personhood, this can lead to
the denial of the recognition of the human rights of individuals
where intellectual capacity is lost due to disability, illness, injury
or age-related degeneration (Lefebvre & Levert, 2012; Playford &
Playford, 2018). In response to this denial, personhood has been
reconceptualised in some settings. A study exploring how
personhood was perceived by carers of people living in the
community with dementia described personhood as having three
dimensions that were not contingent on cognition, including:
biologic, individual and sociologic (Berenbaum et al., 2017). For
example, biologic personhood considers an individual as a biologi-
cal being where the focus of care is on fulfilling biological needs,
such as relief from pain; individual personhood encompasses lived
experiences, values and past roles (which may be understood
vicariously via other significant persons) and sociologic person-
hood includes how society perceives and interacts with the
person (Berenbaum et al., 2017).

Personhood has also been reconceptualised in relation to
stigma. Mental health challenges, and, particularly, those involv-
ing altered states of mind (e.g., psychosis) are an example of a
state where a person's sense of reality can be altered (Matthews,
2016). In such a state, the person's behaviours may be deemed
socially unacceptable or uninterpretable and respect for person-
hood may be diminished as behaviour is stigmatised: examples
may include a person hearing voices or expressing ideas that are
outside of consensus reality or a person threatening harm to self
or others. In such cases, medical interventions are often
instituted irrespective of the person's will, as capacity is
determined to be diminished. While involuntary treatments may
be perceived (by some) as appropriate for relieving the person's
distress, they have come under heavy criticism from people with
lived experience of mental health challenges, and those who
advocate for their rights. Criticisms include clinicians overriding
people's rights and engaging in care and interactions that are
dehumanising and undermine personhood (Matthews, 2016). In
such circumstances, recognition of the capacity of a person
receiving care to create a meaningful narrative, intelligible to
others, is not the basis of personhood (McTighe, 2015). Rather,
the impacts of the social and political environment are taken
seriously, given they are implicated in traumatising individuals
and disrupting personal narratives. Consequently, the person
with mental health challenges, who is experiencing distress and
altered states, is understood as seeking to make sense of self
within this disordered sociological context (McTighe, 2015).
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4 | SOCIAL RELATIONAL CONTEXTS OF
PERSONHOOD

Literature further examines the social and relational contexts of
personhood. In relational personhood, the possibility of exercising
autonomy in the world is viewed as essential (Walker & Lovat, 2015).
While autonomy is usually viewed as the individual's capacity for self-
determination, it is also intimately linked to the relationships
individuals have with others, who may respond to requests or act
as advocates based on their knowing of the person (Sofronas et al.,
2018; White, 2013; Young, 2019). As embodied cultural creatures,
we are dependent upon intersubjective bonds that are derived from
our understanding as beings-in-the-world (Svenaeus, 2014). For
example, in a discussion paper exploring withdrawal of life-
sustaining treatment decisions in the ICU, the concept of personhood
and autonomy was revised to incorporate social relationships with
relatives, ICU staff and salient others in the community. These people
were presumed to perceive the person's best interests and act as an
advocate for them, and thereby bring into reality the idea, that ‘our
identities exist within the context of relationships' (Walker & Lovat,
2015, p. 311). However, one dilemma lies in the example of a
hypothetical patient who might have valued unlimited medical
intervention. In such a case, ongoing technical support would be
considered justified without consideration of cost, resource availabil-
ity or indeed, if that intervention was futile in sustaining meaningful
life. However, this egoistic approach, which gives the individual
primacy, not only requires positioning ‘in the world of others, but
rather in the world as it actually is' (Walker & Lovat, 2015, p. 312). An
authentic account of autonomy necessarily connects with the
person's real-world and temporal situation with others, including
their future quality of life in that world, as ‘the lived body is not a
thing, it is a situation' (Beauvior, 2011, as cited in Walker & Lovat,
2015, p. 312). As such, while personhood may persist through lived
relationships despite serious neurological damage, this does not
negate a decision to withdraw life-sustaining treatment (Walker &
Lovat, 2015). Rather, the responsibility of upholding relational
personhood within the world of a new future would be taken up
by nurses, doctors, family and significant others to act, serve and
advocate for the unresponsive person, with ongoing discussions
about treatment at multiple time points, and with multiple view-
points, based on evolving status and contexts (Playford &
Playford, 2018).

Relational personhood was described in a Norwegian study as
enacted, being both done and undone for ICU patients who were
unresponsive, unconscious or with impaired lucidity (Koksvik, 2016).
Relational personhood was undone where an ICU patient was unable
to speak, and their words were replaced by the sounds of their
monitored organs which conversed with the outside environment
(e.g., cardiac rhythm alarms and the sound of the mechanical
ventilator). In this way, machinery becomes an integral part of the
person who is the patient, and part of a network between the person
and their clinicians. However, in this work, only when the nurse turns
from the machine to the person who is the patient, are relational
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faculties taken into account and relational personhood enacted.
While treatment in the ICU is founded on ‘doing what has to be
done', possibly without regard for the person who is the patient,
relational personhood is negotiated between several factors that
emerge as vital when the person's capacities for expression are
inhibited (Koksvik, 2016, p. 140). Examples of ‘doing personhood' in
this context included covering the body to respect modesty and
speaking to the person, whether or not they were perceived to hear
and understand. ‘Undoing personhood' was exemplified by speaking
over the patient as if they were not present, or speaking for the
patient, ignoring signs of distress or signs of care preferences
(Koksvik, 2016). Furthermore, this study found that what a clinician
viewed and valued also influenced how relational personhood was
supported, or negated, in the doing and undoing of personhood.
Some behaviours of the person who is the patient, even involuntary
behaviours (like convulsions), could be labelled as deviant and
therefore attributed a moral value, even when unrelated to a person's
intentions, rationality, agency, autonomy or awareness (Koksvik,
2016). Such an approach to behavioural evaluation, contributes to
the undoing of personhood. This supports Kitwood's notion that
personhood is a ‘standing or status bestowed upon one person by
others, and in the context of social being' (Kitwood, 1997, p. 8).

5 | CULTURAL CONTEXTS OF
PERSONHOOD

The meaning of personhood in healthcare has also been discussed
from the perspective of culture with divergent meanings described
between some Western and non-Western cultures (Koksvik, 2016;
Kong et al., 2017; Playford & Playford, 2018). While in some Western
cultures, personhood is promoted as dependent on a conscious and
self-aware individual with agency and a right to individual choice,
some non-Western cultures have prioritised relational personhood
which may be denied, attenuated, withdrawn by others or lost
(Conklin & Morgan, 1996; Koksvik, 2016; Playford & Playford, 2018).

These diverse cultural interpretations have also been found to
shape nursing practice and patient experiences. For example, among
the Tallensi ethnic group of Ghana, personhood has been described
as being earned and is bestowed only upon those members of the
community who demonstrate long periods of service to the
community (Koksvik, 2016). In Botswana, aspects of personhood
following unfavourable life events such as TBI, are traditionally
understood as enhanced or diminished in the context of mystical
powers, misfortune or interaction with ancestors (Mbakile-Mahlanza
et al, 2015). In Hong Kong, a Western model of dignity was
determined as overly individualistic and culturally irrelevant to
Chinese people where consideration of collective family and
community groups was more highly valued and where the inter-
dependent self and familial connectedness took precedence in
understanding personhood (Kong et al.,, 2017). However, it is an
important consideration that in low-income countries, with severe
resource constraints, access

to highly technical life-saving

interventions may depend more upon access to resources and care,
than on cultural considerations about life, death and personhood.

6 | DISCUSSION

This discussion paper aimed to explore conditions and factors that
influence how nurses might conceptualise and assign personhood for
people with altered consciousness, cognition and behaviours. As the
paper puts forward, not all elements of current definitions of
personhood, are applicable to people who have diminished intellec-
tual or psychological capacity. Indeed, there is an appreciation of the
experiences and values of a person before their altered state, and the
relationships with significant others, clinicians and the social world
that sustain personhood. For example, autonomy does not merely
reside within the individual, rather, relational autonomy exists and is
supported by persons of significance, including strangers in the
clinical context who engage with and interact with machines that
‘speak’ for the person. Within this discussion, recognition of the
inequity and stigma and the tendency to withdraw personhood on
this basis, is paramount. This discussion also suggests that person-
hood has a cultural context, informed by cultural expectations,
beliefs, traditions and resources, which impact on notions and
options to recognise personhood. These elements combined become
part of a nurses' clinical assessment to inform nursing clinical
judgement. However, it also requires the nurse to understand and
challenge their own ideas about personhood, and how that may
inform appropriate care.

In a reflection on practice within biomedical settings, dualistic
perspectives of personhood and separation of mind and body may
dominate, with a resulting impact on decision-making about a
person's body that may be misaligned with the person's sense of
self. Attribution of personhood also has a basis in morality. Ethical
dilemmas may arise from how people and healthcare workers view
life and death, and how diverse religious or spiritual beliefs may
complicate decision-making in life-threatening situations. It also
seems that society places great value on intellectual capacity, self-
determination and intelligible narratives of self, meaning we are
challenged to value people with cognitive impairment, reduced
capacity or altered states of mind when providing medical interven-
tion and person-centred care. Alterations in consciousness may also
make it hard for people receiving care to express preferences, putting
the emphasis on clinicians, including nurses, to promote personhood
by understanding what they may have wanted or may wish to
communicate. Finally, altered perceptions of reality and unusual
behaviours, in, for example, those with mental health challenges, can
make it challenging to connect with people. This is, particularly, so in
highly controlled hospital environments where rights are withdrawn,
and it is harder to manage behaviours in a way that does not
dehumanise and reduce dignity (Cutler et al., 2021).

In wrestling with the ramifications of reflections on personhood,
nurses might consider the seminal works of Patricia Benner and

Chrstine Tanner. Tanner (2006) proposes that nurses interpret the
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person's needs through three patterns of reasoning: analytic
reasoning, which draws on the systematic use of objective clinical
data to breakdown a situation and generate a range of possible
responses. This type of reasoning may utilise observation charts and
trends, care plans and pathways, guidelines and algorithms and
speaks mainly to biologic personhood or the body of the person.
Intuitive reasoning informs an immediate grasp of a situation based on
experience of similar previous situations and pattern recognition,
including past interactions with a patient, or with people from similar
backgrounds or illness states (Benner, 1984; Benner & Tanner, 1987;
Benner et al., 1996). Narrative reasoning involves clinicians making
sense of a person's illness experience and explaining what one sees
through having knowledge of their biopsychosocial lives, including
relational aspects (Tanner, 2006). This may provide insight into the
illness experience and meanings, ways of coping and both the
patient's history and sense of future possibilities as well as relational
knowledge of the person (Barkwell, 1991). These insights may not,
however, be directly accessible from the person at the centre of care.
Detailed nursing assessments in relation to these three types of
reasoning support biologic, relational and cultural personhood for
people receiving nursing care.

Before a nurse can pursue this reasoning pattern, they must
notice phenomena that will set up their expectations about a person's
situation. These phenomena occur within the context of care, the
background to the current situation, and the existing relationships that
underpin care (Tanner, 2006). When Tanner's clinical judgement
model was used in a study of pain assessment for severely burned
ICU patients (Taggart et al., 2021), context incorporated the severity
of injury and phase of recovery, patient responsiveness and
cognition, the presence of emotional trauma, medical devices that
inhibit communication, relevant language proficiency and context of
the unit culture. The background incorporated the culture, beliefs,
values and experience of the ICU clinicians. Professional and
therapeutic relationships were shaped by concepts drawn from
Benner et al. (2009): the nurses' intentions to humanise and
personalise care, knowing the patient as a person, knowing the
patient's usual pattern of responses and the relationships between
patients and clinicians (Taggart et al., 2021). These elements
contribute to nurses' noticing salient phenomena that set up
expectations and an initial grasp of the situation. What a nurse
notices may determine their attention to personhood, which
reasoning patterns they select and how they prioritise subsequent
nursing interventions.

In contemporary clinical practice, the concept of personhood
remains dynamic and continues to challenge and move away from the
historical constructs of the possession of rationality, agency,
autonomy and a conscious and intelligible mind. Technological
advances for life-sustaining interventions, along with growing
multiculturalism, present new dilemmas which necessitate an evol-
ving discussion about the constitution of personhood (Koksvik,
2016). The insights provided seem to argue for the promotion of care
that supports people to maximise their existing capacities, to limit the
harm that could occur to them due to their limited abilities, and to

WILEY——7

value personhood as an inherent quality sustained through lived
relationships (Higgs & Gilleard, 2016; Vukov, 2017). Nursing
strategies with positive impacts on personhood can promote comfort
and dignity, provide access to meaningful activities, promote
independence, communicate a person's value and support connec-
tions with family and friends (Kong et al., 2017; Milte et al., 2016;
Palmer, 2013; Smebye & Kirkevold, 2013). For people with mental
health challenges, research suggests that sociologic personhood and
sense of psychological safety are enhanced when nurses actively
seek ways to promote personhood through empowering the
individual, collaborating with them and respecting equality and
personal choice (Cutler et al., 2021). Such care demonstrates respect
for the person's beliefs, emotions, values and lived experiences
(Palmer, 2013). On the other hand, nursing approaches that construct
personhood-inhibiting experiences can lead to a sense of losing
oneself (Cutler et al., 2021). This is when people are unable to
express their personal qualities and interests, where they are
uprooted from environments that support personal expression, or
where their voices and choices are marginalised, and when priority is
placed on task-centred over person-centred interventions (Cutler
et al., 2021; Kong et al., 2017; Smebye & Kirkevold, 2013).

7 | CONCLUSION

The purpose of this discussion paper was to explore conditions and
factors that influence how nurses might conceptualise and assign
personhood for people with altered consciousness, cognition and
behaviours. The primacy and inherency of rationality and individual
autonomy to personhood when assessing and providing person-
centred care for some populations has been questioned. The
importance of sociorelational and cultural elements may be of
greater importance. What nurses bring to a situation, the context
of care and important interpersonal relationships may influence what
they notice about a clinical situation and how that may support their
assessment, clinical judgement and enactment of personhood. A
clinical judgement model by Patricia Benner and Christine Tanner was
used to highlight how nurses may use analytical, intuitive and
narrative reasoning to support consideration of personhood, includ-
ing biologic, sociological, relational and cultural personhood. Nurses
might also consider individual, social and cultural contexts of care and
how these impact on their considerations. These differences render
challenges for nurse clinicians in promoting personhood and require
reflexivity, understanding both one's own position towards people in
one's care and the will to explore the person's lived relationships with
significant others.
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Reflection on the publication:

My aim for undertaking this discussion paper was to explore conditions and factors
that influence how nurses might conceptualise and assign personhood for people
with altered consciousness, cognition and behaviours. | took this broad focus as
there was limited literature specific to people with TBI. There was, however,
published work about how personhood was constructed across fields such as
dementia care, intensive care, mental health care and end-of-life care. Some people
giving and receiving this care also experienced challenges related to altered

consciousness, cognition and behaviours.

| was intrigued that the concept of personhood had such diverse meanings attributed
to it including legal, political, religious, spiritual, biological, cultural, social and
relational domains. This understanding has implications for nursing practice, given
that one’s personhood encompasses multiple constructs within a person’s lived
world. | found that using framings of clinical judgement from Patricia Benner and
Christine Tanner was useful in bridging the gap between the understanding of
personhood in one’s assessment, and how that feeds into nurses’ decision-making

for person-centred care.

2.5 Chapter summary

This chapter has explained and justified the use of literature in this Grounded Theory
study and presented two published literature reviews that | used to achieve two
objectives: first, to understand experiences of giving and receiving care in TBI, to
identify a gap in literature and to position my study within the field; and second, to

open my mind to different ways of thinking about personhood. In the next chapter, |
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discuss the research methodology of Constructivist Grounded Theory and the

methods used to conduct the study.
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3 CHAPTER THREE: Methodology and Methods

3.1 Introduction

The first part of this chapter justifies Constructivist Grounded Theory (CGT)
(Charmaz, 2014) as the best-fit research methodology for this study, due to its
relevance and ontological congruence with the study aims. | explain the research
paradigm and theoretical underpinnings of the study, and | present a brief discussion

of the key historical developments in Grounded Theory.

The second part of this chapter presents the methods that | have used to
operationalise the methodology. The research design is a multicentre, qualitative
study using CGT (Charmaz, 2014), with iterative data collection using semi-
structured interviews and field observations (Creswell, 2003; Denzin & Lincoln,
2005). The first section presents the research setting and research team, and the
impact of COVID-19 on the study design. The ethical design of the project is
described in a peer reviewed publication. Finally, | discuss the recruitment and

sampling, data collection and analysis, and the criteria for rigour.

3.2 Research methodology

3.2.1 The research focus

| sought to understand the social processes relating to the phenomena under study,
and constructed a grounded interpretation from the research participants’ point of
view (Charmaz, 2014). | chose a paradigm that then framed the ontology (nature of
reality), the epistemology (nature of knowledge), and axiology (moral and ethical

implications), and a theoretical framework that enabled me to explore how social
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interactions occur, and the meanings that can be drawn from the symbolism such

interactions convey (Denzin & Lincoln, 2005; Guba & Lincoln, 2005).

My focus was guided by the aim of the study which intended to develop a
substantive explanatory theory of the social processes that promote and preserve
personhood in TBI nursing care within rehabilitation settings from the perspectives of
patients, family members and nurses. My thoughts where anchored by the research
question - What are the social processes that promote and preserve personhood in

TBI nursing care?’

3.2.2 The research paradigm — Social Constructionism

The research paradigm represents the researcher’s worldview and describes a set of
beliefs that guides their actions and dictates how meanings are constructed from
research data (Denzin & Lincoln, 2005; Guba & Lincoln, 2005; Kivunja & Kuyini,

2017).

In this study, | adopted a social constructivist research paradigm, whereby subjective
reality, knowledge and truth are constructed through cultural norms and practices
and collective human interactions (Andrews, 2012; Creswell & Poth, 2018). This
paradigm in turn requires a relativist ontology and a subjectivist and socially
constructed epistemology, whereby | recognise the existence of multiple
constructions of reality (Guba & Lincoln, 2005). | believe that the researcher brings
their own epistemological lens to the reality being studied (Rieger, 2019). Congruent
with the methodological approach of CGT, knowledge is further co-created between

the researcher and the research participants within a subjectivist epistemological
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position to develop theory founded upon participants’ understanding of their lived

social world (Charmaz, 2014; Galbin, 2014; Hall et al., 2013).

My focus as a social constructionist researcher was firstly on understanding the
social practices of rehabilitation nurses during their everyday interactions with people
with TBI and their families and, secondly, on understanding how the nurses
constructed personal meanings from these interactions (Andrews, 2012; Charmaz,
2014). | sought to make interpretations in light of social contexts and interactions that
shaped elements of personhood in TBI care. This work meant challenging my own
understandings by elevating the understandings of participants in a process of co-

creation.

3.2.3 Symbolic interactionism

Symbolic interactionism constituted a theoretical perspective, via which a researcher
understands how people construct meanings about feelings, and thoughts about self,
social lives, and reality (Charmaz et al., 2019). American philosopher, George
Herbert Mead (1863-1931) is credited with initiating the concept of symbolic
interactionism (Benzies & Allen, 2001; Liamputtong, 2020). However, the term
‘symbolic interactionism’ was later coined by Herbert Blumer in 1969, based on
Mead’s 1934 theoretical works (posthumously collected), which were concerned with
how individuals related with society (Carter & Fuller, 2016). Symbolic interactionism
“refers to the peculiar and distinctive character of interaction as it takes place
between human beings” (Blumer, 1962, p.180). Blumer contended that patterns of
human behaviour should be studied as actions, and human'’s social lives should be

analysed according to what people do together in units (Carter & Fuller 2016).
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Symbolic interactionism sees human society as comprised of acting units and
activities that are observable in society arise from such units (Blumer, 1962). Acting
units may be comprised of organisations or individual people and they act toward
situations. Actions are developed, and occur, in relation to the interpretation of
specific situations. The acting units have to “identify the things that they have to be
mindful of, such as tasks, opportunities, obstacles, means, demands, discomforts,
and dangers” (Blumer, 1962, p.187). The acting units have to assess these elements
and make rational decisions as individual persons, collective groups, or agents of
other entities (Blumer, 1962). Acting units are responsible for defining and structuring
group life. Through repeated interactions, people in society are able to develop a
common understanding and act alike. From a symbolic interactionist stance, social
organisation can be conceptualised as a collection of acting units that independently
construct their own actions under conditions that may be set by social roles, social
systems, culture, or social stratification (Blumer, 1962).

Blumer refers to Mead'’s “triadic nature of meaning”, whereby symbols, in particular
gestures, are communicated as a social process. The meaning of a gesture signifies:
1) what the person reading the gesture is directed to do; 2) what the person who
sends the gesture is planning; and 3) what combined action results from these
exchanges of meaning. Any misunderstanding about any stage of the three lines of
action can lead to ineffective communication, a slowing of the interactive process,
and the establishment of a barrier to the creation of an effective joint action (Blumer,

2003, p. 142).
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Finally, Blumer sees social processes as underpinned by the idea of agency: each
acting unit can regulate their responses as autonomous contributions so that a group
as a whole can achieve goals under a range of circumstances. This view assumes
that the agent has some freedom and flexibility in their role and that they act of their
own accord without structural influences (Carter & Fuller 2016). In the application of
symbolic interactionism during analysis, Hewitt et al (2022, p.7) suggest considering
throughout the analysis: “Who and what are the actors in this situation? What is
meaningful to the actors in this situation and why? and, How do actors’ individual
lines of action interact in this situation?” These insights into symbolic interactions
were integral to the general approach to theoretical construction in my study, given
that the participants were social actors. By gaining a deeper familiarity with the
symbolism in the participants’ interactions, | was able to derive meanings from their
point of view that contributed to constructions of a substantive theoretical

understanding (Salvini, 2019).

3.2.4 Historical development of Grounded Theory

Grounded Theory methodology was developed by sociologists Barney Glaser and
Anselm Strauss (1967, p.1) as a method of generating “theory from data
systematically obtained from social research”. The aim of Grounded Theory is to
develop theory that is grounded in data rather than from extant theories (Corbin &
Strauss, 2015; Glaser, 1978; Glaser & Strauss, 1967). This methodology was initially
popular in nursing and social health research and gradually spread into other areas,
such as education, business management, and psychology, and remains widely

used by many researchers worldwide (Oktay, 2012; Strauss & Corbin, 1997).

74



Conceptual differences arose between Glaser and Strauss (Creswell & Poth, 2018)
leading to further development of the methodology along different lines of thought
(Glaser 1978; Strauss,1987; Strauss & Corbin, 1990). Further remodelling of the
methodology occurred with other proponents adapting the ways in which Grounded
Theory is characterised, theorised, and applied (Charmaz, 2014, 2025; Clarke, 2005;
Corbin & Strauss, 2015; Creamer, 2022; Birks & Mills, 2023; De Chesnay, 2014;
Morse et al., 2016; Stern & Porr, 2011). These diverse formulations of Grounded
Theory are at times referred to as families, approaches, versions, or traditions.

Figure 1 illustrates the genealogy of Grounded Theory (Morse et al., 2016).

Figure 1: Genealogy of Grounded Theory (Adapted from Morse et al., 2016, p.17).

75



3.2.5 Constructivist Grounded Theory
Constructivist Grounded Theory (CGT) was conceptualised by Kathy Charmaz

(1930-2020), who was influenced by both Barney Glaser and Anselm Strauss.
Charmaz attended multiple graduate seminars conducted by Glaser while
completing her sociology doctoral studies at the University of California, San
Francisco. Charmaz also had a close student-mentor relationship with Strauss, who
reviewed and provided academic feedback on her work until his passing in 1996
(Charmaz, 2014). Charmaz positions her approach to GT within the constructivist
paradigm, which acknowledges reality as “the world made real in the minds and
through the words and actions of its members” (Charmaz, 2000, p. 523). Charmaz
(2014, p.17) argues that “neither data nor theories are discovered either as given in
data or the analysis”. Researchers are part of the world that they study, the data they
collect, and the analyses they produce (Charmaz, 2014). The resultant theories
created through CGT studies are the researchers’ construction of reality and
comprise participants’ implied meanings and pragmatic perspectives (Charmaz,

2014).

CGT “offers a set of general principles, guidelines, and strategies rather than
formulaic prescriptions” (Charmaz, 2014, p.3), with systematically gathered data
forming the foundation for analysis and theory construction. This approach
encourages the use of analytic processes from other Grounded Theorists where they
seem appropriate to the emerging analysis (Rieger, 2019). Through this flexibility,
emphasis is placed on study participants’ views, values, beliefs, feelings,

assumptions, and ideologies (Creswell & Poth, 2018).
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Although there are multiple variations of Grounded Theory, some essential elements
define the approach (Birks & Mills, 2023; Charmaz, 2006, 2014). In general,
Grounded Theory researchers begin with purposive recruitment of participants, and
collect data via interviews and observations (Charmaz, 2014; Glaser, 1978; Glaser &
Strauss, 1967; Corbin & Strauss, 2015; Strauss & Corbin, 1990). Data analysis
requires a systematic approach to coding, with data are sorted into segments that
allow for constant data comparisons (Birks & Mills, 2023; Glaser & Strauss, 1967;
Glaser, 1992). Data collection and data analysis occur simultaneously. The constant
comparisons of data are supported by analytical memos that facilitate the
development of categories. Then, using theoretical sampling, additional data are
collected to address any gaps observed in the tentatively developed categories. The
researcher goes back and forth between field and study to iteratively compare
tentative theoretical understandings or interpretations with previous data (Charmaz,
2014). This constant comparison of data allows for the construction of a substantive
theory that provides systematic understanding of a primary research problem that is

experienced as a social process (Bryant & Charmaz, 2007; Charmaz, 2014).

3.3 Research methods

The research design is a theory-building, multicentre qualitative research study,
using iterative collection of in-depth interviews with people with TBI, family members
and nurses experiencing inpatient TBI rehabilitation, and field observations of TBI
rehabilitation nursing care (Charmaz, 2014; Creswell & Poth, 2018; Denzin &

Lincoln, 2005).
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3.3.1 The research setting

| conducted the study at three specialist inpatient brain injury rehabilitation units in
Australia. All three research sites had 16 beds. One site was located in a stand-
alone rehabilitation facility, while two were located within major tertiary hospitals. By
using three research sites, | considered the study findings more likely to be

transferrable.

In preparation for recruitment, | visited key people at each site to communicate the
aims and design of the project and the support | would need from each unit. Before
each visit to recruit and/or collect data, | contacted the key personnel at each site via
email and/or phone to clarify the times and dates when | planned to visit the site for
research purposes. It was mutually understood that, sometimes, local clinical

circumstances or staffing might change these arrangements at short notice.

3.3.2 The research team

The research team included me as the primary researcher (a PhD student and
neuroscience Clinical Nurse Specialist). The supervision team were three senior
nurse and public health academics with PhD credentials and qualitative research
expertise in health service, rehabilitation, population health, critical, acute and

chronic care nursing, rehabilitation nursing, and mental health nursing.

3.3.3 The impacts of the COVID-19 pandemic on the study

This study was severely impacted by the coronavirus (COVID-19) pandemic that
affected Australia and nations worldwide between December 2019 and 2021

(Chang et al., 2020; Moore et al., 2021). To limit the spread of COVID-19, various
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restrictions were put in place to regulate how both clinical care and research were
conducted. These restrictions included a mandated pause of all research-related
work in clinical settings when COVID-19 was at its highest peak (Australian
Government Department of Health and Aged Care, 2020). These restrictions

required adjustments to the overall timeline for this study.

When progressive containment of the disease meant that clinical sites were opened
for research purposes, social distancing precautions and the mandated use of
Personal Protective Equipment (PPE) remained. These mandates meant that | had
to adjust my research approach, and obtain further approvals from the Human
Research Ethics Committee (HREC):
i) Changes to the scope of the study
The original study included settings that incorporated broader components
of TBI care, including Intensive Care Units (ICUs), acute care wards at two
public hospitals, and two TBI rehabilitation units. Due to restrictions on
access to many acute sites, the study design was revised to focus on
rehabilitation settings only.
ii) Changes to research protocol
Changes to the original research protocol were made to address
mandatory COVID-19 directives. New provisions were added to the
research protocol, including social distancing, wearing of PPE, routine
screening at site entrance, and checking in with local clinical staff in case
nurses’ workload (often impacted by staff sick leave) meant that research

activities would present an unacceptable burden on that day.
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iii)  Changes to research methods
The use of videoconferencing was included as an alternative to face-to
face interviews for nurse participants. This change was supported by
evidence that participants find video conferencing a highly viable and

acceptable tool for qualitative data collection (Archibald et al., 2019).

3.3.4 Ethics approval

The main ethics approval was obtained in Australia from the Sydney Local Health
District Human Research Ethics Committee - Concord Rehabilitation General
Hospital (Ref: 2019/ETH13511, Appendices 1.1A &1.1B). Site specific assessment
authorisations were then received from all three sites: (1)-2019/PID15131(Appendix
2.1); (2)-2022/STE00094 (Appendix 2.2); (3)-2022/STE00093 (Appendix 2.3). Due to
the impacts of COVID-19, the healthcare regulations at the time did not make it
possible to conduct recruitment from the ICU and acute care setting. Consequently,
a change was made to the study scope to recruit participants from rehabilitation
settings. Two sites were removed from the study scope and two new sites were
added as per ethics approval (Appendix 1.1C). At one site, there was a condition that
only a nurse clinician who was a fulltime staff member could act as the principal
investigator. In response, | made an amendment to reflect this requirement
(Appendix 1.1D). There was an extension to the duration of study due to impacts of
COVID-19 interruptions and ethics approval was obtained for this extension

(Appendix 1.1E).
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3.3.5 Reflexivity

As a CGT researcher, | did not have to set aside my knowledge gained through
personal experience and literature. However, to avoid forcing such preconceived
ideologies on data, | engaged in reflexivity as a practice congruent with this research
approach (Charmaz, 2014). My assumptions about the research aim before | started

were documented in a journal.

After 13 years of experience as a clinical neuroscience nurse in an acute care
setting, my view of nurses as givers of care required a shift of perspective to
incorporate nurses as a facilitators of self-care. My academic supervisors have
challenged my thinking, while reflection on my experiences as a clinician, and memo

writing about emerging ideas in the data have increased my theoretical sensitivity.

Furthermore, as a male of African cultural background, | bear understandings of
personhood as predominantly relational and consider all human beings as persons:
one is a person for as long as they exist in the world. This understanding contrasts
with Western constructions of personhood characterised by, for example,
individualism, rationality, and capacity. Awareness of my cultural positioning
sensitised my own conceptualisation of personhood, particularly when | reviewed
literature by authors who purposefully presented concepts of personhood in ways
that were culturally positioned. | was reflective in my application of personhood as a
construct, so as to accommodate views that contrasted with my own cultural beliefs. |
was sensitive to theoretical ideas that | encountered when preparing for publications,

and presentations at conferences, symposiums and workshops (Appendix 11).
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3.3.6 Ethical design

3.3.6.1 Addressing ethics standards and my role as a clinician -researcher

People with TBI may be vulnerable to research processes that do not accommodate
alterations in consciousness, cognition and behaviours, nor recognise the power
imbalance between the researcher and the participant. Family participants who may
be advocates for the person with TBI themselves have lived through the traumatic
event. Workplace research where nurse participants are part of a small, connected
community raises further ethical risks. Referring to national ethical guidelines in the
design of my study enabled me to strengthen my reflexivity and my sensitivity to

participant safety and autonomy using targeted research strategies.

Aspects pertaining to ethics in this study were framed around the National Health
and Medical Research Council (NHMRC, 2018a) National Statement on Ethical
Conduct in Human Research in Australia. The third peer reviewed publication
included in this thesis (Kivunja et al., 2022) explores the key ethical aspects that |
addressed in the study. This publication describes how my study addressed
research merit and integrity, justice, beneficence, and respect. It led me to examine
specific groups that require particular ethical attention, such as people with cognitive
impairment and people in unequal and dependent relationships. The publication also
explores the challenges that | might encounter when functioning in the role of
clinician researcher, which brings its own power dynamic to the researcher-
participant relationship. Furthermore, as a neuroscience nurse clinician working in
the acute setting, | have extensive familiarity with people with TBI, their
characteristics and experiences, and recognise that this familiarity may colour my

understanding of what | see and hear in the field.
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Following this ethical examination, | developed a range of research strategies to

support participant inclusion, informed consent, and participant confidentiality, to

avoid participant distress, and to examine my own positioning as a clinician working

in the research field.
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Abstract

Using the case of traumatic brain injury, this paper explores 1) challenges to academic and ethical
integrity when in the role of clinician-researcher, and 2) potential strategies to enhance ethical quali-
tative research involving people with possible physical and/or emotional trauma and temporary or
permanent cognitive disruption. When undertaking qualitative research with patients, families, and/
or health professionals, a researcher’s clinical background may stimulate insightful and relevant
research questions, interviews, and/or field observations of care to inform meaningful and translata-
ble practice improvements. However, there may be tension between clinician versus researcher
values, and these priorities affect what the clinician sees and interprets in the field. A clinician's in-
grained values and professional socialisation can make it difficult to hold their professional assump-
tions about various phenomena at bay. The principles of human research merit and integrity, jus-
tice, beneficence, and respect, along with methodological clarity, can provide a rigorous foundation
for discussion of ethical research in traumatic brain injury.

This paper discusses challenges and strategies through: 1) examining clinical assumptions; 2) de-
termining capacity for consent; 3) considering dependent or unequal power relationships; 4) deter-
mining the scope for field observations; 5) responding to unprofessional practice; 6) discriminating
between research interviews and clinical conversations; and 7) critically reflecting on research data.
Implications for clinical research are evident: seeing past one’s own construct of understanding is
challenging for clinician-researchers aiming to illuminate both patient and family experiences of
care, and nuanced clinical skills. Careful ethical and methodological planning can protect partici-
pants while illuminating elements of specialist practice.

Keywords: Nurses, brain injury, clinician, researcher, ethics, grounded theory

Introduction

Care of people with traumatic brain injury
(TBI) is complex and challenging as, depend-
ing on the severity of the head injury, TBI
patients may struggle with injury-related out-
comes such as physical disabilities, cognitive
impairment, emotional, psychiatric, and be-
havioural changes, as well as social isolation
(Diaz-Arrastia et al., 2017; Gould et al., 2019;
Salas et al., 2018). Neuroscience nurses
may, therefore, provide care to patients with
reduced self-awareness and capacity to un-
derstand or follow instructions, a heightened
propensity for distress, anger, and risky or
challenging behaviours, and relational con-
flict. People with TBI may struggle to find new
ways of managing activities of daily living or

to reconstruct personal identity in the face of
often multiple personal losses, disability, and
invisibility (Oyesanya et al., 2018; Stenberg
et al., 2022). To provide quality patient care
that addresses these unique challenges to
recovery, neuroscience nurses increasingly
seek to engage in research to understand
how TBI care can be shaped in ways that
improve clinical practice, systems of care and
patient outcomes (Smith et at., 2018).
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However, this specialist knowledge can also
present both ethical and methodological
challenges.

These include: 1) assumptions stemming
from extensive clinical knowledge that may
constrain critical openness toward new un-
derstandings during data collection and anal-
ysis; 2) determining capacity for consent; 3)
recruiting people in dependent or unequal
relationships; 4) what should (or should not)
contribute to field observation data; 5) re-
sponding to unprofessional practice; 6) dis-
criminating between research interviews and
a clinical conversation; and 7) critically re-
flecting on research data in ways that allows
for innovation (versus generating solutions
only from one’s current therapeutic reper-
toire). The systematic application of ethical
and methodological strategies may help to
manage the tension between the clinician-
researcher’s pre-existing knowledge and as-
sumptions and the phenomenon being stud-
ied so that new understandings are en-
hanced by subjectivity, rather than being
skewed by bias.

This paper explores ways of managing these
challenges through careful ethical and meth-
odological design. A study of social process-
es that promote and preserve personhood for
people receiving rehabilitation care is used
as a vehicle for this discussion. Reflexivity is
an important basis for examining the clinician
-researcher role. The primary researcher
(SK) is a Clinical Nurse Specialist (CNS) in
an acute neuroscience ward at a major ter-
tiary teaching hospital, caring for people with
a range of neurological conditions including
TBI. Such care extends to the support of
family members, providing updates, support
and education about ongoing care and treat-
ment. This doctoral research project arose
from the clinician-researcher’s curiosity about
the lived experience of TBI and its intersec-
tion with nursing care.

Background

The multi-centre research study that provides
context for this discussion paper uses Con-
structivist Grounded Theory (CGT)
(Charmaz, 2014). Human Research Ethics
Committee approval was received (Ref:2019/
ETH13511) to investigate the social process-
es that promote and preserve personhood in
TBI nursing care across three brain injury
inpatient rehabilitation units in Sydney, Aus-
tralia. Participants are people with TBI, family
members, and nurses working in TBI inpa-
tient rehabilitation care settings. The data
collection involves either single or longitudi-
nal one-to-one semi-structured interviews

with all participant groups, and field observa-
tions of nursing care. Data collection and
data analysis occur concurrently where data
coding is undertaken using the constant
comparative method, a central component of
CGT (Charmaz,2014). The study addresses
a gap in our understanding about giving and
receiving care for TBI identified in an earlier
integrative review that informed the design of
this study (Kivunja et al, 2018).

Aim

The aim of this paper is to explore 1) chal-
lenges to academic and ethical integrity
when in the role of clinician-researcher, and
2) potential strategies to enhance ethical
qualitative research design involving people
with possible physical and/cr emotional trau-
ma and temporary or permanent cognitive
disruption using the case of TBI.

Methods
Framework for the discussion

In Australia, the guiding ethical framework is
the “National Statement on Ethical Conduct
in Human Research” from the National
Health and Medical Research Council
(NHMRC, 2018a). It provides guidelines for
the ethical design, conduct and dissemina-
tion of results of human research. The Na-
tional Statement builds upon the Declaration
of Helsinki (World Medical Association, 2018)
and stipulates four principles that guide ethi-
cal conduct of research: research merit and
integrity, justice, beneficence, and respect
(NHMRC, 2018a). These principles, along
with ethical considerations specific to particu-
lar participant groups (for example, people in
dependant or unequal relationships, and
people with cognitive impairment), and meth-
odological processes aligned to CGT were
useful in identifying, examining, and develop-
ing strategies to facilitate navigation of the
clinician-researcher role.

Discussion of challenges and strategies

There were seven challenges encountered in
designing and implementing this research,
and the following discussion is inclusive of
research design strategies.

Challenge 1: Examining assumptions
stemming from extensive clinical
knowledge

The clinician-researcher (SK) is both an ex-
perienced neuroscience nurse and a doctoral
researcher, with prior theoretical and clinical
knowledge. He has a Masters degree in neu-
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roscience nursing and has published an inte-
grative literature review on the experiences
of receiving and giving care in TBI settings
(Authors blinded, 2018). His clinical experi-
ence within this field spans over ten years
and equips him with a bank of clinical experi-
ences that are related to the research topic.
To a certain extent, these clinical experienc-
es were a major challenge to the role of re-
searcher. For example, they had potential to
influence how the interview questions for
people with TBI were phrased, what terminol-
ogies were chosen for participant information
statements and patient and family interviews,
what aspects of nursing care were chosen to
observe during field data collection, and how
the observed patient-nurse interactions were
interpreted and reported. He navigated this
challenge using the following three strate-
gies:

Strategy 1.1 - Building ethical knowledge:
As a novice, the clinician-researcher familiar-
ised himself with the National Statement on
Ethical Conduct in Human Research
(NHMRC, 2018a), the Australian Code for
Responsible Conduct of Research (NHMRC,
2018b) and Good Research Practice (GRP)
by attending specific GRP training, and Emo-
tional-First Aid training.

Strategy 1.2 - Clarifying the philosophical
stance: An early determination of the chosen
philosophical stance secured the assump-
tions under which data were to be viewed
(Charmaz, 2014; Weaver & Olson, 2005). A
detailed documentation of the choice of para-
digm (constructivist), ontology (the multiple
nature of reality), epistemology (the subjec-
tive nature of knowledge), and methodology
(CGT) (Charmaz, 2014) was compiled.
These choices clarify that the aim is to con-
struct a theory that will explain a social pro-
cess, that there are multiple realities reflect-
ing multiple truths for participants, and that
this knowledge is co-constructed according
to apriori social understandings. Communi-
cating these elements is fundamental to the
conception and conduct of a robust study
(Howes, 2017, Guba & Lincoln, 1994) and
provides a solid foundation for a rigorous
canstructivist grounded theory investigation
(Charmaz, 2014).

Strategy 1.3 - Being open minded and re-
flexive: Charmaz (2014) advises that a re-
searcher using CGT should approach their
study, not as a blank slate, but as a
knowledge-laden individual with an open
mind. The clinician-researcher’s values, pri-
orities and positions can affect what they see
and interpret in the field, and nurses’ in-

grained values and intensive professional
socialisation can make it difficult to hold their
professional assumptions about phenomena
at bay (Charmaz, 2014; Hay-Smith et al.,
2016). Seeking an open mind can assist
nurse-researchers in examining and alleviat-
ing such embedded philosophies or practices
(Berthelsen & Helge-Hazelton, 2017; English
et al., 2022). Another strategy to maintain an
open mind is working within a team with var-
ied clinical backgrounds. Approaching analy-
sis as a team allows team members to chal-
lenge assumptions about the data with analy-
sis becoming more insightful due to these
multiple perspectives.

To put this doctrine into practice, the clinician
-researcher applied a reflexive approach,
documenting an early reflexive statement as
the basis for a research decision trail, or re-
flexive journal (Berger, 2015; Koch, 1994).
This evidence documents the initial potential
influences and biases arising from experienc-
es as a nurse working in an acute neurosci-
ence ward, and associated disciplinary idio-
syncrasies (Hay-Smith et al., 2016). It also
records any research related decision-
making that resulted in a change in process
or an emerging ethical issue (Davis, 2020;
Mortari, 2015). Examples of reflective journal
entries include ethical and method-related
changes resulting from the SARS-CoV-2
(COVID-19) pandemic, including changes in
study scope, and safe access to participants.
The journal was, for example, a useful and
readily accessible resource to inform the pro-
cess for an interview with a participant
deemed a close contact of a person with sus-
pected COVID-19. The reflexive journal re-
mains a dynamic document that captures the
various approaches to participant recruit-
ment, interviews, field observations, data
analysis, coding, developing categories and
interpretations as the study progresses. A
position of reflexivity is aligned with CGT
methodology to facilitate a transparent and
open discussion of how a researcher is situ-
ated, relative to their data and participants
(Charmaz, 2014; Davis, 2020; McGhee et al,
2007; Peddle, 2021) and is considered a cri-
terion for rigour in qualitative reporting gener-
ally (Tong et al., 2007).

Challenge 2: Determining capacity for
consent

The clinician-researcher works in a taken-for-
granted way in their clinical role with vulnera-
ble patients. They develop methods to com-
municate, determining preferences and in-
cluding families, with a focus on safe care
and recovery from an acute injury. However,
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the approach required to addressing the vul-
nerabilities of these people as research par-
ticipants required a different lens. Some of
the potential patient participants would have
cognitive impairment (Gorgoraptis et al,
2019; Haarbauer-Krupa et al., 2021). This
required an ethical process for informed con-
sent, given that participants were at the reha-
bilitation phase of care, and the dynamics of
the study settings were unknown to the re-
search team. As a measure of respect for
participants, the clinician-researcher had to
re-examine his clinical assumptions about
cognitive impairment as a barrier to participa-
tion in scholarly activities. The strategies em-
ployed to address this challenge are as fol-
lows:

Strategy 2.1 - Redefining capacity for con-
sent: Considering the ethical principle of
justice, the National Statement principles
hold that people with cognitive impairment
are entitled to be included as participants in
research studies that are of benefit to them
(NHMRC, 2018a). An assessment form,
‘Guide to determining capacity for consent
and suitability of participa-
tion’ (Supplementary file 1), was developed
and used for this purpose. The tool enabled
identification of candidates who may be cog-
nitively impaired but could express their
wishes about things that affect them in their
day-to-day life, including things they do not
want to do, could participate in a simple con-
versation about recent events and were less
likely to be distressed if a researcher sat at
their bedside observing their care, or asked
questions about events that led to their TBI.
In line with the principle of research merit
and integrity (NHMRC, 2018a; Section
4.5.1), the clinician-researcher deliberated on
how the capacity for patient participation
would be addressed from the perspective of
a researcher, rather than that of a nurse clini-
cian. Participant information statements clari-
fied that consent could be withdrawn at any
time and refusal to participate was respected
and would not impact researcher or clinician
relationships (NHMRC, 2018a; Sections
4.5.9 and 4.5.11). Ongoing consent was fur-
ther confirmed during interviews: a handheld
‘Stop sign’ that could be raised by the partici-
pant to stop the interview or field observation
was created in the understanding that it may
be easy to assent to elements of participa-
tion, but harder to withdraw that consent dur-
ing data collection.

Strategy 2.2 - Witnessing the consent pro-
cess: Beneficence refers to the benefits of
research outweighing the risks, but cognitive
impairment may hinder a person’s decisions
about their own best interests (Xu et

al.,2020). Consent for participation in the
study was sought from participants individu-
ally (NHMRC, 2018a; Section 4.5.5), but due
to issues of cognitive impairment in people
with TBI, the research team determined a
need for a designated patient advocate, who
was external to the research team and acting
in line with the patient’'s best interests. An
advocate was considered a person with the
capacity to understand the merits, risks and
procedures of the research, who
was independent of the research team
and, where possible, knew the partici-
pant and was familiar with their condition
(NHMRC, 2018a; Section 4.5.8). They may
be, for example, a family member, or a clini-
cal staff member involved in their care. In
this study, the advocate, with reference to
the ‘Guide to determining capacity for con-
sent and suitability of participa-
tion' (Supplementary file 1), signed the con-
sent form (under the patient’s signature) to
confirm that they also had considered the
potential harms arising from the patient’s par-
ticipation and that the patient understood
enough about their participation to make a
decision in their best interest.

Challenge 3: Considering dependent or
unequal relationships

Navigating the role of clinician-researcher
required critical examination and manage-
ment of unequal relationships or perceived
coercion to participate. Unequal relationships
were foreseen firstly between patients and
the clinician-researcher (Franco & Yang,
2021; Mauthner, 2019), who had extensive
TBI nursing experience and advanced train-
ing in research, in a world where clinical
knowledge is often privileged over other
ways of knowing (Foucault, 1980; Eide &
Kahn, 2008). Clinical knowledge is a form of
‘biopower’ which aligns behaviour as either
normal or deviant, creating pressure for pa-
tients to conform to normative social behav-
iours, which may include perceived pressure
to take part in research (Foucault, 1980).
This power imbalance can be intensified for
people with TBl who may present with a de-
gree of cognitive impairment (Bashir, 2020;
Gorgoraptis et al.,, 2019; Oyesanya et al.
2019; Stalnacke et al., 2019). A second form
of potential power imbalance was between
local senior nurse clinicians who assisted
with nurse participant screening, nurse unit
managers who supported the research, and
potential nurse and patient participants.
Nurses represent a form of power in brain
injury settings, as depending on the nature of
the facility and the stage of the person’s re-
covery, they may organise almost every ele-
ment of the person’s day and operationalise
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restrictive approaches to care. The strategies
used to navigate unequal relationships are
as follows:

Strategy 3.1 - Collaboration with local
stakeholders: Several meetings between
the research team and local senior nurses
who were key contacts at each site clarified
key aspects of the study to promote volun-
tary participation. The clinician-researcher
collaborated with site senior nurses who dis-
seminated recruitment flyers and identified
potential participants (Kraft et al., 2020a).
These senior nurses, who were not in super-
visory roles, explained the purpose and activ-
ities related to the research. The clinician-
researcher then spoke to potential partici-
pants about the study and provided them
with written participant information state-
ments. Participants were given as much time
as they wished to consider participation and
the clinician-researcher then returned at a
negotiated date to finalise consent. The re-
cruitment and timing of consent was negoti-
ated with specific nurse clinicians at each
site to secure the most convenient time for
potential participants, and to minimise disrup-
tion to unit workflow (NHMRC, 2018a; Sec-
tion 4.5.6). Only people with no previous re-
lationship to the clinician-researcher, either
professional or personal, were recruited. Pur-
posive sampling was initially used to recruit
the most suitable participants to provide data
that would help answer the research ques-
tions, then as lines of inquiry emerged from
the data, theoretical sampling was used to
target participants who could address im-
portant parts of the developing theory, or to
revisit and reinterview existing participants
(Fletcher, 2019).

Strategy 3.2 - Communicating research
merit and integrity (NHMRC,2018a; Section
4.3.3): A supervisory team with expertise in
CGT methodology, rehabilitation nursing and
care of vulnerable populations supported
development of a sound research protocol.
Researcher qualifications and academic
roles were listed on participant information
statements. Letters of invitation to patient
and family participants were signed by the
Nurse Unit Manager, communicating the clin-
ical oversight of the study by local healthcare
professionals with the best interest of pa-
tients at heart. Letters inviting nurse partici-
pants were signed by the principal university
research supervisor supporting an arm’s
length approach (Chiang et al., 2001), inde-
pendent of hierarchical hospital structures.

Strategy 3.3 - Simplifying participant in-
formation: A simplified participant infor-

mation statement was designed for patient
participants with possible cognitive impair-
ment, and for patients and families, interview
questions were phrased using lay terms (for
example, the term ‘head injury’ instead of
‘traumatic brain injury’ or ‘TBI’).

Challenge 4: Determining the scope for
field observation data

Another challenge for the clinician-researcher
was deciding what constituted data in field
observations; what to observe and what to
omit for methodological, ethical and privacy
reasons. One fundamental property of
grounded theory is the doctrine that all is da-
ta (Glaser & Strauss, 1967); everything en-
countered in the field has potential to contrib-
ute data. However, early observations
demonstrated a tendency to only see clinical
issues that underpinned clinician practice,
and privacy implications presented further
constraints.

Strategy 4.1 - Developing a field observa-
tion tool: A ‘Framework for field observa-
tions’ was developed to allow for a structured
approach to gathering observable data in the
field (Lapid et al., 2021). These included the
observable care needs of patients, emotional
needs, things patients could either do or
needed help with, how patients communicat-
ed their needs to family and nurses, how
nurses communicated with patients, and
what nurses/families did to support person-
hood. The participant information sheet not-
ed that observations would not include per-
sonal care such as showering or toileting.
Participants could request the clinician-
researcher to leave if they did not wish
something to be observed, and all partici-
pants had the choice to participate in inter-
views only.

Challenge 5: Responding to unprofes-
sional practice

A potential ethical challenge was responding
to any observed unprofessional nursing prac-
tice during field observations. This might in-
clude unsafe clinical practice, non-adherence
to policies and procedures, imminent medi-
cation errors or lack of consideration for pa-
tients or family members. Although not yet
encountered, the following strategies are in
place:

Strategy 5.1 - Following mandatory report-
ing guidelines: Mandatory notification
guidelines for healthcare professionals in
relation to unprofessional practice that en-
dangers the health, safety, and wellbeing of
patients are stipulated by the Australian
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Health Practitioner Regulation Agency
(AHPRA, 2020). One benefit of being a clini-
cian-researcher is that they can interrupt
poor and potentially dangerous practice. In
recognising both notifiable behaviour, but
also unprofessional practice that would not
meet the threshold for mandatory notification,
the following statement was included in the
nurse participant information sheet:

“If during an observation, the researcher
notes an imminent safefy issue such as a
likely fall or medication error, he would raise
this immediately with you so you could re-
spond fo the safety issue yourself. If the re-
searcher observes something that consti-
tutes “Notifiable behaviour... (e.g., intoxica-
tion, sexual misconduct, or significant depar-
ture from accepted professional standards
that has placed the public at risk)” he would
seek advice before making any notification.
Behaviour that is unprofessional in some way
but not unsafe would be considered part of
the confidential research data. In all cases,
the researcher would aim fo manage the situ-
ation in a respectful and just way”

Challenge 6: Discriminating between a
research interview and a clinical conver-
sation

A challenge for the clinician-researcher in the
interview phase was to recognise how a
qualitative research interview differs in pur-
pose and structure from a clinically focused
conversation with a patient. This required
careful construction of an interview guide,
and careful consideration of choice of termi-
nologies, the location and duration of inter-
views, and how to manage moments of dis-
tress (DeJonckheere et al., 2019; DiCicco-
Bloom & Crabtree, 2006; Josselson, 2013).
The following strategies addressed this chal-
lenge:

Strategy 6.1 - Drawing on prior
knowledge, clinical experience and con-
sumer engagement: The initial interview
guide was informed by the clinician-
researcher’s clinical expertise in TBI, findings
of the team’s integrative review and feedback
from consumer engagement (a patient and
spouse with lived experience of TBI). Con-
sumer input was valuable for incorporating
TBI consumer-related concepts into the inter-
view guide (Australian Clinical Trials Alliance,
2018; Brett et al., 2014, Kraft et al., 2020b;
Miller et al., 2017) and drew attention to clini-
cal jargon in interview and recruitment docu-
ments. Acknowledging respect for partici-
pants’ intrinsic value (NHMRC, 2018a), inter-

view questions explored participants’ beliefs,
customs, and cultural heritage.

Strategy 6.2 - Performing pilot interviews:
Two pilot interview sessions with neurosci-
ence nurse colleagues were conducted using
the draft interview guide and these verbatim
transcripts were critiqued by members of the
research team. Pilot interviews with peers
give insight into clarity of questions, lan-
guage, and active listening skills prior to
commencing data collection (McGrath et al.,
2019). They can sensitise the interviewer to
effective use of prompts, following up on key
topics, and pausing to allow participants
space to consider their thoughts and an-
swers. Reflection of content and feelings
helped to check for understanding and com-
municate active listening. In CGT, interview
guides evolve according to the researcher’s
developing theoretical sensitivity, as they
follow emerging lines of inquiry from previous
interviews (Charmaz, 2014; Colon et al,
2015). Interview guides are continuously re-
viewed and updated so that emerging lines
of inquiry inform theoretical sampling
(subsequent participants are sought to ex-
plore specific emergent issues for examina-
tion) (Charmaz, 2014).

Strategy 6.3 - Being mindful of interview
duration: TBI can impact a person’s capaci-
ty for concentration (Stalnacke et al., 2019).
Though the anticipated duration was 30-60
minutes, there was provision for pausing,
stopping, and rescheduling interviews where
needed. The clinician-researcher's experi-
ence made him attuned to subtle patient
cues of tiredness or inattention. Interview
schedules were negotiated and planned for
periods when patients were less likely to be
tired, such as before exercises, physiothera-
py or energetic recreational activities
(NHMRC 2018a; Section 4.4.5; Sigstad et
al., 2014).

Strategy 6.4 - Preparing to manage dis-
tress: Given the potential for discomfort or
distress during interviews that involve recol-
lection of traumatic events (NHMRC, 2018a,;
Section 4.52; Sander et al, 2013) a
‘Participant Distress Protocol’ was developed
(Supplementary file 2) to guide actions in
response to either a self-limiting or extended
period of distress.

Challenge 7 - Critically reflecting on re-
search data

A final challenge for the clinician-researcher
was to critically reflect on research data, us-
ing the lens of a researcher rather than that
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of a nurse clinician. The following strategies
helped to overcome this challenge:

Strategy 7.1 - Memoing: Memo writing is a
key strategy in CGT; it prompts and supports
researchers to construct codes and catego-
ries earlier in the research process to support
the abstraction of novel theoretical ideas
(Charmaz, 2014). Memos can be document-
ed in the reflexive journal (Bowen, 2009;
Charmaz, 2014).

Strategy 7.2 - Analysing data in a team
environment: The clinician-researcher regu-
larly engaged with the research supervisors
through collaborative analysis and team dia-
logue. This enabled refinement of codes and
critical feedback on the developing catego-
ries. When early codes were interpreted
through the nurse-clinician eyes, the supervi-
sors continually challenged this narrow per-
spective, to encourage routine critical ques-
tioning of clinician assumptions, so as to re-
main open and theoretically sensitive to the
unfolding theory (Berger, 2015; Char-
maz,2014; Glaser, 1978). This researcher
triangulation brings multiple perspectives to
data analysis, which is a strength in qualita-
tive research.

Conclusion

Neuroscience nurses who function in the role
of clinician-researcher can face several ethi-
cal and methodological challenges. Use of
the National Statement on Ethical Conduct in
Human Research helps to embed the values
and principles of ethical conduct: respect for
human beings, research merit and integrity,
justice and beneficence to develop research
practices underpinned by trust, accountability
and ethical equality (NHMRC, 2018a). In the
study discussed here, ethical considerations
specific to patients with TBI, their family
members and/or nurses who care for them
included people in unequal or dependent
relationships, and people with cognitive im-
pairment. Elements of CGT, such as open-
ness, reflexivity and memoing supported the
clinician-researcher to challenge previous
clinical assumptions and move from concrete
clinical thinking to abstraction of novel theo-
retical ideas.
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Supplementary file 1

Guide to determining capacity for consent and suitability for participation

Title of the research:

Social processes that promote and preserve personhood in traumatic brain mjury nursing care

Participation in field observations of care with proxy consent

. Is this person likely to be easily distressed if a researcher is sitting in proximity to the bed space
observing their care?

Participation in field observations and / or interviews (patient consent)

. Is this person likely to be easily distressed if a researcher is sitting in proximity to the bed space
observing their care?

. Is thiz person likely to be easily distressed 1f a researcher asks them questions about their mjury and nursing
care?
. Can this person express their wishes about things that affect them in their day-to-day life? E.g., things they

don’t want to do

. Can this person conduct a simple conversation about recent events in their life?

16
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Supplementary file 2

PARTICIPANT DISTRESS PROTOCOL
RESEARCH PROJECT
Social processes that promote and preserve personhood in TBI Nursing Care

A guide for management in the case of a participant’s emotional distress
during or after the interview.

1. Itis recognised that research participants discussing emotive topics in in-depth interviews may

become emotionally distressed. In such instances the following management will occur.

Scenario Action

The pariicipant has a shor, 1. Pause the interview

self-limiting period of emotion 2. Ask the participant if they would like to take a break or stop the
in response to a difficult topic interview completely

3. lithe pariicipant expresses a wish to continue the interview and is
able to do so without undue distress, allow them to do so

4 lithe pariicipant wishes to stop the interview, ask if they would like
to continue the interview at a later time or date or withdraw from the
study.

5. Atthe end of the interview, explore the five elements of
psychological first-aid (safety, calm, connectedness, selfigroup -
efficacy and hope)

6. Offer to refer them to the counselling support programme at the site
Hospital.

The parficipant has an
extended period of emotional
distress.

Stop the interview

Ask if they would like you to call a support person

Stay with the participant unfil they are calm.

Explore the five elements of psychological first-aid (safety, calm,

connectedness, selfigroup -efficacy and hope)

5. Refer them, with their permission, to the 'Employee Assistance
Program (staff participants) or to the social worker or psychologist
for the TBI Unit (patient and family participants).

6. Inthe case of a patient participant, significant distress will trigger

immediate cessation of the interview or observation. We will thank

the pariicipant for their time and will destroy any data collected and
withdraw the participant from the study.

7. Call the next day to check on their well being
Offer them the oplion to withdraw from the study.
9. Report to the ethics committee as an adverse event.

Ll

e

17
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3.3.6.2 Reflection on this publication

While | was an experienced neuroscience nurse clinician in the early stages of my
research study, | was still a novice CGT researcher. | tended to view my work using
a clinician’s lens rather than a researcher’s lens. For example, during my open
coding for the initial set of interviews, | used categories comprised of clinical
terminologies as opposed to conceptualising the content of human interactions.
Generating theory grounded in data without clinician preconceptions was a primary
goal for my developing research skills. First, writing this paper better positioned me
to collect and analyse data, and to critically interpret what | saw as grounded
theoretical concepts that exemplified the social process under investigation
(Charmaz, 2014). Second, writing this paper enhanced my theoretical sensitivity and
empowered me to be more aware and responsive to the assumptions that | brought
to my study as an experienced nurse clinician. Third, | needed to enhance my ability
to conduct this study in a manner that demonstrated adherence to ethical practices,
given the potential vulnerabilities of people with TBI and their families taking part in
the research. Aligning my research design and associated strategies to the National
Statement on Ethical Conduct in Human Research (NHMRC, 2018a) strengthened my
understanding of the specific implications for ethical research design and conduct,
particularly in preparation for recruitment of study participants and data collection in

the field.

3.3.7 Recruitment and sampling

Three groups of study participants were recruited: people with a lived experience of
TBI (patients with TBI); the family or people of significance to the first group; and

rehabilitation nurses. The recruitment of participants was initially purposive and then
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theoretical, and some processes were unique for each research site due to local

clinical practices, routines, protocols, and nursing staffing levels, which at times

influenced how research activities were to be undertaken.

3.3.7.1 Inclusion and exclusion criteria

Table 2: Inclusion /exclusion criteria.

Participant groups

Inclusion criteria

Exclusion criteria

Rehabilitation nurses

ENs or RNs currently providing
care for adults whose primary
reason for inpatient
rehabilitation was a TBI.

Casual nursing staff.
Nursing students.

Assistants in nursing or
personal care attendants.

People with TBI

People 18-years or over who
were inpatients in a
rehabilitation setting and their
primary reason for
hospitalisation was TBI.

People who were not fluent in
English (due to the need for
semiotic interpretation of
interview data).

People who were non-verbal.

People with significant
cognitive deficit (i.e., advised
by nursing staff that the
patient is likely unable to
provide informed consent, or
unable to tell their story).

This exclusion criteria applied
to interview participation only.
These people would, however,
be suitable as participants in
field observations with the
proxy consent of their family.
This strategy supported the
ethical domain of justice,
whereby all people should
have the opportunity to
participate in research as
advocated for by the National
Health and Medical Research
Council (NHMRC, 2018a).
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Family and significant others People 18-years or over, who People who are not fluent in

were either a close family English.
member or another person of
significance, who provided
close care and support for a
person with TBI.

People with cognitive
impairment.

Patient and family members
did not need to be dyads (i.e.
related to one another). This
rule provided a window into
the experiences of, for
example, critically injured non-
verbal or non-English-speaking
participants via their carer,
and patient participants who
did not have a close family
carer.

| recruited participants over two temporal phases of fieldwork:

Phase One sampling: Phase One, conducted between June 2021 and
March 2022, involved initial data collection to support the construction of
tentative categories (Charmaz, 2014). In this first phase, | used purposive
sampling to identify participants who were best able to inform the research
aims. | sought a sample of participants who were broadly representative of the
age and gender of TBI patients, and of nursing staff with a range of skills,
experience, classification of registration, training, and years of practice (e.qg.,
ENs versus RNs). In phase one, | was unable to recruit family participants
from site 1 and site 3, or patient participants from site 3 due to the impacts of
NSW Health COVID-19 regulations that restricted research activities and
interrupted my access to the field. These omissions were addressed in phase

two sampling.
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 Phase Two sampling: Phase Two was undertaken during November and
December, 2024, following the development of tentative categories in the
data. This theoretical sampling engaged, or re-engaged, with participants who
were most likely to confirm or challenge emerging categories in the evolving
theory (Charmaz, 2014; Holton & Walsh, 2017). ‘Holes’ in the evolving theory
guided this sampling phase. For example, the number of family participants
needed to be expanded to bring greater confidence to the analysis, and nurse
participants needed to be re-engaged to confirm the assumed power of allied
health guidelines across sites. The final sample size was guided by a process
of theoretical sufficiency, whereby participants were recruited until the
categories developed were robust, and the relationships within and between

categories had been defined, confirmed, and explained (Charmaz 2014).

In preparation for recruitment across participant groups, | held confidential meetings
with the key site clinical contacts who were knowledgeable about the potential study
participants in their units. The key site clinical contacts introduced me to prospective
patient, family member, and nurse participants. | did not have any relationship with
potential participants. | conducted all recruitment processes in a private space to
maintain confidentiality for research participants. All recruitment documents and

processes were HREC approved.

3.3.7.2 Recruitment of people with TBI

Screening of people with TBI: | discussed the Guide to Determining Capacity for

Consent and Suitability for Participation (Appendix 3.1) so the key contacts were
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aware of the selection criteria and could recommend potential candidates to

approach for recruitment.

Providing participant information to people with TBI: The key site clinical contacts
introduced me to prospective patient participants at the patient’s bedside or in a
private space within the BIRU. | provided each potential patient participant with an
introduction letter (Appendix 3.11a), which formally invited them to participate in the

study, and the Patient Participant Information Statement (Appendix 3.12a).

Consenting of people with TBI: If the person with TBl was deemed to have capacity,
they provided informed written consent. If the person could not provide consent (e.g.,
the person was non-verbal), | sought advice from clinical staff about approaching
their next of kin to provide proxy consent for participant observations. Patient
participants signed the Consent Form (Appendix 3.2), which was witnessed by
another person who was able to ascertain that: (i) the participation was voluntary; (ii)
consent could be withdrawn at any time without any consequences of the participant,
(iii) the person had capacity to consent. People with TBI are considered a vulnerable
population, therefore, | aligned their recruitment with section 4.5 of the NHMRC
(2018a) guideline, which addresses conducting research involving people with

cognitive impairment.

3.3.7.3 Recruitment of family members

This participant group could include a TBI patient’s immediate family member, non-
professional carer, or a significant other. When the person with TBI had capacity to

consent, | also asked for their permission to invite a close family member or support
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person to participate, and | was guided by their suggestion as to the most
appropriate person. Otherwise, the key site contacts identified and recommended

family members who were regular visitors to the rehabilitation settings.

Providing information to family members: The key contact clinician at each site
introduced me to the potential candidates at each candidate’s bedside and usually in
the presence of the person with TBI. | provided potential family participants with a
Family flyer (Appendix 3.7), an Introduction letter (Appendix 3.11a) and Participant
Information Statement (Appendix 3.12b), and | provided them with opportunities to

ask questions and receive answers to those questions.

Consenting of family members: | obtained informed consent from those who agreed
to participate in the study (an Informed Consent-Family Form was also signed

(Appendix 3.3)).

3.3.7.4 Recruitment of nurses

Key site contacts who were clinical nurses identified potential nurse participants. The
key site contacts were not the supervisors of the nurses they identified.

Providing information to nurses: | provided copies of the Nurse flyer (Appendix 3.8)
to the key site contacts to display in the nursing staff room, and on education notice
boards. Copies were also emailed to nursing staff by the key contacts. | discussed
with the key contacts what nursing staff participation would entail, such as time away
from the clinical space, and the formalities of how | and the nurses would meet. The
key clinical nurse contacts then organised days and times when | could provide

study information to potential nurse participants. | provided an introduction letter
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(Appendix 3.11c) and the Participant Information Statement - Nurses (Appendix
3.12c) to those identified as potential study participants and provided opportunities

for questions and answers.

Consenting of nurses: Written consent was given by all nurse participants using the

Consent Form-Nurses (Appendix 3.4).

3.3.7.5 Number of participants

Sample size in Grounded Theory studies is determined by theoretical saturation,
rather than by a sample calculation (Charmaz, 2014; Foley & Timonen, 2015).
However, | estimated that a target sample size of 15 to 20 people with TBI, 15 to 20
family members, and 20 to 25 nurses spread across the three study sites would
provide a point at which | could assess for data sufficiency/theoretical saturation
(estimated total 50 to 65). As the focus of the inquiry was on how nurses preserve
and promote personhood, it was intended that nurses made up the bulk of
participants, with patient and family participants providing further perspective as

acting units participating in social processes.

The final sample (n=67) included 16 people with TBI (23.9%), 12 family members
(17.9%) and 39 nurses (58.2%). Seven nurses (n=7) participated in both Phase One
and Phase Two interviews. Table 3 presents the number of participants contributing
data in each phase of data collection, while Figure 2 presents the participants who

provided data by site.
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Table 3: Number of study participants providing data in each phase of the data collection.

Participants Phase One Phase Two
interviewed

Patients 9 7
Family members 4 8
Nurses 20 19
Total 33 34
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Recruitment Process

Phase One

Research Site 1
(n=11)
Patients =5
Family =0
Nurses =6

Figure 2: Study participants providing data in each phase of the data collection by site.

Research Site 2
(n=17)
Patients =4
Family =4
Nurses =9

Research Site 3
(n=5)
Patients =0
Family =0
Nurses =5

Phase Two

Research Site 1
(n=10)
Patients =2
Family =1
Nurses =7

Research Site 2
(n=13)
Patients =3
Family =4
Nurses =6

Research Site 3
(n=11)
Patients =2
Family =3
Nurses =6

Total participants interviewed (N=67)

Research Site 1
(n=21)
Patients =7
Family =1
Nurses =13
*Twice interviewed n=4

Research Site 2
(n=30)
Patients =7
Family =8
Nurses =15
*Twice interviewed n=2

Research Site 3
(n=16)
Patients =2
Family =3
Nurses =11
*Twice interviewed n=1
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3.3.7.6 Sample description and characteristics

In a study that centres on personhood, it would seem appropriate to refer to
participants by pseudonym name rather than by code. However, the brain injury care
community in the state of New South Wales, Australia is small and connected. The
ratio of male to female nurses means male nurses could become identifiable through
the use of a gender specific names, or use of gendered pronouns. | have therefore
chosen to refer to participants by code only. | have also not referred to study sites in
data labelling, even in deidentified form, because of similar confidentiality concerns.
While detailed reporting of sample characteristics is considered an element of study
rigour, participant confidentiality should have priority, particularly in qualitative
studies that create particular challenges (Damianakis & Woodford, 2012).

Demographic data are pooled.

Characteristics for patient participants

Of the 16 patients recruited for the study, four (25%) were female and 12 (75%) were
male. This mix is typical of the gender representation in TBI (Gupte et al., 2019). The
participants’ ages ranged between 16 and 65 years (median 34 years). Seven
(43.8%) patients had sustained TBI due to motor bike accident (MBA) or motor
vehicle accident (MVA) and nine (56.3%) had suffered falls. Three patients had
multi-trauma (18.8%). Given that all patient participants were recruited after their
acute hospitalisation, severity of TBI and GCS at time of injury were frequently
missing. However, the GCS for eight (50%) of the patients was available and was in
the range of 3-8, indicating severe TBI. All patient participants (n=16, 100%) had a
Glasgow Coma Scale GCS of 15/15 at the time of recruitment. Post Traumatic

Amnesia Testing (PTA) was performed on five patient participants (n=5, 31.3%). The
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patient cohort was multicultural and identified as South East Asian (n=6, 37.5%),
Australian (n=3, 18.8% ), British (n=2, 12.5% ), Continental European (n=2, 12.5%),
Middle Eastern (n=2,12.5% ), and South Asian (n=1, 6.25%). All patient participants
(n=16, 100%) were able to sit out of bed (SOOB), four (n=4, 25%) were ambulant
independently, nine (n=9, 56.3%) required assistance from one person to mobilise,
and five (n=5, 31.3%) required assistance from two persons to mobilise. The length
of stay for all patients (n=16,100%) on the acute ward ranged from nine days to
seven months, while the length of stay in TBI rehabilitation ranged from nine days to
15 months at time of recruitment. Six (n=6, 37.5%) patients had TBI managed
conservatively (i.e., without surgery), while 10 (n=10, 62.5%) underwent surgical

interventions to manage TBI.

Characteristics of family participants

Of the 12 family participants, eight (66.7%) were female and four (33.3%) male. The
age range was 23 to 64 years (median 51.5 years). The relationships between family
members and the patients were distributed between four mothers (33.3%), three
fathers (25.0%), one sister (8.3%), one brother (8.3%), one daughter (8.3%) and two
wives (16.7%). Five family participants (41.7%) were part of a patient/family dyad
and comprised of South East Asian (n=1, 8.3%), Continental European (n=2,
12.5%), and Middle Eastern (n=2,12.5%) backgrounds. Available data indicated that
the TBI severity of patients matched to family participants was severe (GCS 3-9, for
three patients (25%)) at time of injury, and 15 (n=5, 41.7%) at time of recruitment.
Two fathers (16.7%), three mothers (25%) and one wife (8.3%) were recruited

independently without recruitment of their relative with TBI.
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Characteristics of nurse participants

Of the 39 nurse participants, 29 (74.4%) were female and 10 (25.6%) were male.
The age of nurse participants ranged from 21 years to greater than 70 years. The
total years of nursing experience ranged from three months to 49 years (median 14
years). The total years of neuroscience (TBI rehabilitation) nursing experience
ranged from three months to 20 years (median 7.5 years). Among nurse participants
there were six ENs (15.4%), 27 RNs (69.2%), and six Advanced Practice Nurses
(APNs) (15.4%)3, one of whom was a Nurse Unit Manager (NUM). Regarding
highest qualification, three nurses (7.6%) held a nursing certificate only, four (10.3%)
held a diploma, 23 (58.9%) held a bachelor's degree, and nine (23.1%) had a post

graduate qualification.

3.4 Data collection

3.4.1 Data collection methods

| collected all data during Phases One and Two using semi-structured interviews,
field observations of participant social interactions, and field notes. Demographic
data were collected from patient and nurse participants at the interview stage using
the patient data collection form (Appendix 3.5) and the nurse data collection form

(Appendix 3.6).

Some participants were happy to be interviewed immediately after recruitment. For
others, | made an appointment to return to the site and interview them at a

convenient time, such as when patient participants did not have any rehabilitative

3 Advanced Practice Nurses (APNs) are nurse clinicians usually requiring postgraduate qualifications
including CNSs, CNCs. and CNEs with specialty expertise.
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therapy sessions to attend, or when nurse participants were able to be covered for

their clinical load.

3.4.2 Participant interviews

a) Development and testing of interview guides:

Interviews guides helped to structure and focus the interview process (Appendix 4.1;
Appendix 4.2; Appendix 4.3). Phase One interviews were informed by my initial
literature review (Kivunja et al., 2018), clinical experience, and the research
expertise of the supervision team. A person with lived experience of TBI and their
spouse were also consulted for their input and opinion to ensure that questions and
terminologies used were congruent with, sensitive to, and respectful of, the patient
participant cohort. The Phase Two interview guides (Appendix 5.1) allowed me to
undertake theoretical sampling, test the evolving theory, and progress toward

achieving theoretical sufficiency (Charmaz, 2014).

The Phase One nurse interview guide was tested in two pilot interviews with two
nursing colleagues with experience caring for people with TBI. The two practice
interviews enabled me to understand what to expect when | entered the field.
Recording and transcription of these interviews facilitated feedback from my
supervisors to develop my interview skills. For example, | obtained useful tips on
how to use open-ended questions, prompts, pause strategically to allow the
participant to provide information-rich responses, and pace myself to manage the
interview timeframe. The Phase one patient and family interview guides were not
piloted. By this time, | had gained confidence in my interview skills and the guide was

based on a solid literature review. In Grounded theory, the interview guide evolves
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as new lines of inquiry open and so they are considered a dynamic document, with
the researcher as the instrument. Charmaz (2014, p.82) suggests thinking about the
interview as a “reflexive progression” where the participants views are received
through conversation, and the interview is co-constructed between the researcher

and participant).

a) Interview strategy: | conducted all interviews face-to-face or via telephone using
a semi-structured method. All interviews were conducted in a private room, with
exceptions made when participants preferred or requested to be interviewed in other
inpatient areas or via telephone. The main approach was to conduct patient and
family member interviews separately. However, this strategy was flexible to
accommodate for participants who chose to be interviewed jointly. | estimated that
the duration for each interview would be between 30 to 60 minutes. However, the
actual duration varied depending on the clinical time that nurse participants could
have in the context of staffing shortages or skill mix, patients’ preferences for shorter
sessions, and family members’ availability in the context of family commitments. As
the theoretical sampling approach meant returning to the field to clarify elements of
the developing theory, the full interview guide was not used for repeat or later
interviews (particularly when theoretical saturation had been reached). As such,
some interviews were shorter, being more focused to clarify an emerging theoretical
line of inquiry. Table 4 summarises the particulars relating to range and mean of

interviews for each group of participants:
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Table 4: Total interviews showing range and mean.

Item Nurses (N=39) Patients (N=16) Family (N=12)

Range | 10.17 mins - 66.01 mins | 16.05 mins - 90 mins | 17.06 mins - 88.10 mins

Mean 45.17 mins 43.52 mins 49.85 mins

c) Protocol for maintaining confidentiality: Before commencing recording, | provided
a unique code for each interview to support participant confidentiality. | verbalised
this code so that it was captured in the audio recording. | recorded all interviews
using a digital recorder, which were transcribed verbatim using a confidential,
professional transcription service provider based in Australia. | examined
transcriptions against the audio files for accuracy. Words that could threaten privacy
were edited. For example, | used pseudonyms where a person’s name (e.g., family
member, nurse, doctor, or staff member) was identified in an exemplar. | labelled all
transcripts and audio files using unique codes to allow data de-identification prior to
conducting data analysis. The digital master file linking the study participants’ names
to their unique identifier was stored in the University of Sydney research data
repository folder specifically set-up for the study. | carefully examined data that,
through its uniqueness, could make a person identifiable, before including it in any

report of findings (Damianakis & Woodford, 2012).

d) Participant Distress Protocol: This protocol, described and tabled in the previously
included publication (Kivunja et al., 2022), specified the actions | would take in a
situation where a participant became emotional during the interview. Possible
actions included pausing or stopping the interview, rescheduling the interview for a
later date, and exploring options for psychological first aid. If the participant

experienced emotional distress for an extended period, the interviewed would be
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stopped, | would ask if the participant would like a support person to be called, stay
with the participant until they were calm, and make referral to appropriate assistance
or services. | evoked part of the provisions in the distress protocol on three
occasions when interviewing family members, when family participants became

emotional when talking about the events leading up to their loved one’s accident.

3.4.3 Field observations

| developed a Framework for Field Observations (Appendix 3.10) based on personal
clinician-research experiences and my supervisors’ inputs. This framework offered a
flexible guide rather than a prescriptive list of inclusions and exclusions. For
example, it guided observation of patients’ physical and emotional needs, how
patients communicated their personal care needs to others, and the symbols used
by study participants to communicate between others. By focusing my gaze on the
key elements of interest, the guide eliminated what Charmaz (2014, p.41) describes
as “seeing data everywhere, and gathering everything and nothing”. | undertook
several sessions of field observations of caring and social interactions of participants
across morning and afternoon shifts. | conducted a total of 41,580 minutes of field
observations over a period of 99 days. The field observation sessions ranged from
60 to 420 minutes per field visit, and | kept a written record that served as data for

subsequent coding.

While drafting field notes, | followed the CGT strategy to “seek data, describe the

observed events, answer fundamental questions about what was happening and

then develop theoretical categories” (Charmaz, 2014, p.42). This strategy helped to

111



move my thinking towards theoretical conceptualisation of observed social

phenomena.

3.4.4 Documents as a form of data

| referred to other documents for context when undertaking this study: patient
timetables that were displayed in patient rooms (e.g., schedules for therapies or
activities); clinical policies, guidelines (e.g., data about patient transfers, how to
perform prescribed personal care, and management of people with behaviours that
others find challenging); and patient medical records (e.g., details about the person
with TBI, causes, and management). This work was approved by the HREC. All
three sites utilised different electronic medical systems, and my access to study

specific data both in print and electronic form was facilitated by the site key contacts.

3.4.5 Data management

Prior to the commencement of the study, | developed a detailed Research Data
Management Plan (RDMP) (Appendix 6) (Sydney Local Health District, 2020) which
specified how data were to be managed in line with the Australian Code for the
Responsible Conduct of Research (NHMRC, 2018b). The HREC-approved RDMP
included details about type of data to be produced, data collection methods and
tools, software to be used, file formats, data documentation and metadata, data
storage and security, ethical considerations, access, sharing and reuse of data, data
retention and disposal, preservation and archiving (Sydney Local Health District,

RDMP Template, 2020).
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Data for this study were digital audio recordings of participant interviews, Microsoft
Word transcriptions of interviews, and observation field notes. | stored the digital files
in a password protected data repository maintained by the University of Sydney
Information and Communication Technology Department. | kept all research data
secure as per the University of Sydney Research Data Management Policy
(USRDMP, 2014). | scanned, and stored digitally, all consent forms and data
collection forms used to gather information relating to participants on a password
protected computer. The hard copies along with other non-digital data (e.g.,
observation field notes and physical documents) were stored in a secure and locked
cabinet at my residence. | ensured that all patient, family, and nurse participants
consent forms (Appendix 3.2; Appendix 3.3 ; Appendix 3.4) and patient and nurse
data collection forms (Appendix 3.5; Appendix 3.6 ) were deidentified using unique
codes. | stored these forms separately to ensure the privacy and confidentiality of
participants. The master file linking the study participants’ names to their unique
identifier was stored in the University of Sydney digital data repository that is only
accessible via a unique password on campus or via Virtual Private Network (VPN)

when accessed off campus by me.

The digital data were accessible by me, as the primary student researcher, via a
secure password protected University of Sydney computer with a two-step-factor
authentication feature. My three research supervisors also had access to all
research data. Access research data off campus was via a Virtual Protected Network
(VPN) as an additional layer of data security. After completion of the study, data will
be stored for five years in the password protected data repository at the University of

Sydney and will be destroyed thereafter following guidelines stipulated by the
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USRDMP (2014). The main software packages used to manage data in this study
were MS Word, MS Excel, and EndNote. However, NVivo Version 13 (Lumivero,
2020) was used to explore sample interview data, and this use enabled the
exploration of various aspects of the evolving theory. This work took place during the
phase when | was contemplating whether to use manual coding or computer-

assisted coding.

3.5 Data analysis

Data collection and data analysis were undertaken concurrently according to
methodological convention (Charmaz, 2014, Birks & Mills, 2015; Glaser & Strauss,
1967). Data analysis began immediately after the first interview. Figure 3 illustrates

the data analysis process that | used.
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Grounded Theory
Storyline

Literature review and the Storyline
Writing memos and diagramming

Theoretical coding
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Figure 3: Visual representation of the Grounded Theory process followed (adapted from Charmaz,

2014, p.18)

Research Question
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3.5.1 Data coding approach

| used manual coding for this study. The coding was informed by symbolic
interactionism with a constructivist GT approach (Charmaz, 2014). | scrutinised all
data gathered from interviews and field observations one instance at a time. | was
interested in establishing the nature of the interaction, the symbols and language
used and their meaning, and the contextual factors. | conceptualised tentative
categories that were a personal interpretation of the symbolism derived from the
data. The coding was an iterative process (Charmaz, 2014) undertaken over many
months, comprising periods during which | coded alone followed by intensive

discussions with supervisors.

3.5.1.1 Initial coding

The flexibility of CGT allows the use of all sources of GT to construct theoretical
abstractions (Charmaz, 2014). Initial coding involved summarising a section of
interview data with a category consisting of a brief label or heading (Birks & Mills,
2023; Charmaz, 2014; Corbin & Strauss, 2008, Glaser, 1978). Initial coding involved
analysing interview transcripts and filed notes word-by-word, then line-by-line,
segment-by-segment, and incident-by-incident (Charmaz, 2014). This approach
broke the data down into segments and allowed me a closer analytical
understanding of what was transpiring in the data (Charmaz, 2014). | was interested
in the social processes that were occurring, how participants acted, thought, and felt,
including when, why, and how, the process seemed to change according to the
individuals and context (Charmaz, 2014). | examined what the data was suggestive
of, what was left unsaid, whose perspective was being represented, and what

categories could be theoretically constructed from the data (Charmaz, 2014). | aimed
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as much as possible to code data using words that depicted action (gerunds) rather
than topics (see Table 5) and this aim allowed me to stay open to what was
occurring in the data and emerging in the analysis (Charmaz, 2014). | was aware
that, as a Neurosciences Clinical Nurse Specialist, | held preconceived ideas about
caring for people with TBI. This personal characteristic demanded reflexivity and
bringing an open mind (rather than an empty head) to coding to see what | could
learn and theoretically develop (Charmaz, 2014). While coding, | was mindful that
the initial codes were grounded in data and provisional, and | remained open to
multiple possible conceptualisations and kept in mind that | could revisit these for

revision or rewording to strengthen fittingness with data (Charmaz, 2014).

My initial coding was discussed with my supervisors as a group to evaluate the fit
(Charmaz, 2014). When GT researchers code as a group, different codes are bound
to be constructed because each researcher brings a varied “perspective, social
location, personal and professional experiences” (Charmaz, 2014, p.118). This
approach meant that codes were critically evaluated, and differences in code
conceptualisation were accommodated rather than dismissed (Charmaz, 2014).
These group coding sessions contributed to the construction of nuanced theoretical

interpretations and insights (Charmaz, 2014).

| followed Charmaz’s advice (2014, p.120) to “make your codes fit the data rather
than forcing the data to fit” the emerging theory, and | did so by “remaining open,
staying close to the data, keeping codes simple and precise, constructing short
codes, preserving actions, comparing data with data and moving quickly through

data”. Initial coding facilitated the separation of data, the visualisation of developing
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social processes, and the identification of new lines of inquiry, which | pursued
through subsequent data collection (Charmaz, 2014). Table 5 presents examples of

early initial codes.

Table 5: Example of initial coding of an interview.

Interview text Initial codes

You get to know the patient but try not to talk too much, too | Creating a calm
loud. And just sort of sometimes talk about what you know | environment
their interest is and sometimes that will calm them down

You can sort of have a way of making them [patients] Reaching agreement
agree with you. That they think they've made it up. They
haven't really

So we swap around. If we see they're playing up for one Working in teams to
nurse, we'll go over and we'll talk to them and that nurse promote calmness
will walk away, and the person usually calms down.

You usually let them talk about what they want to talk Playing along
about. And agree with them. That's sometimes if you don't
agree, you've got to be careful about how you agree and
disagree with them because sometimes that could trigger
them, so you just sort of play along and act a little bit dumb
and they... Even one of them likes playing Solitaire. So you
let him think he's teaching you how to play it. So he goes,
"Okay, you have a go now. You might have worked that
out"

3.5.1.2 Focused coding

During focused coding, | compared initial codes and revised them for further analysis
(Charmaz, 2014). The initial codes were sorted and synthesised to create
condensed and explanatory codes that progressed the analytical work toward
theoretical construction (Charmaz, 2014). | first examined how initial codes formed
patterns, then decided which initial codes best explained what was happening, and
finally determined whether these codes revealed any gaps in the data that needed

strengthening (Charmaz, 2014). Focused coding allowed me to use a number of
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initial codes to advance data analysis by treating such codes as the basis upon

which to direct the evolving theory (Charmaz, 2014). This work, moving from initial

coding to focused coding, was often a back-and-forth process.

Focused coding suggested that the basic social process was driven by nurses

deciding when to prioritise physical safety and physiological integrity, when to

prioritise engagement with the patient as a person, and when to prioritise the

person’s autonomy in caring episodes during rehabilitation. Focused coding moved

the analysis toward understanding some of the important social process (see Table

6).

Table 6: Example of focused coding.

Interview text

Initial coding

Focused codes

...talking to the patient . | mean, yes, it's your
patient but realising that this person is a
human and they did have a life before they
were stuck in a bed. | think reminding the
nursing staff, hey, these are humans, and
these are people who need conversation, they
need interaction

Talking to the
patient who is the
person

Talking to the person

They (Family) probably are our number one
go-to source to understand their (Patients)
personhood the most... if our patients can’t
communicate effectively to us, we go to their
family members, who have spent the most
time with them and would have known them
best.

Referring to
family to
understand the
person

Talking to the family

The goals are mainly set by the family and the
patient; we just help them out... We don’t set
the goals for the patients. Because it's what
the patient wants. So the patient and the family
set the goals, and we help them with the goals.

Facilitating goal
setting by
patients and
family

Enabling patient
focused goal setting

If they have the capacity to respond to
questions, asking them what they need, asking
them what works for them. Something as
simple as, “Which side is stronger? Where do
you roll better, to your left or to your right?”
helps me help them. It makes me understand
what | need to do to care for them.

Ascertaining the
care needs of the
person

Seeking to
understand how to
help the patient
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3.5.1.3 Axial coding

Using axial coding, | explored multiple ways to put data back together (Charmaz,
2014; Strauss & Corbin, 1990). This work facilitated the identification of patterns and
relationships in codes and informed the construction of categories. Tentative
categories were developed through grouping of codes and writing memos about
these conceptualisations (Birks & Mills, 2023). | identified conceptual patterns with
explanatory power in relation to the social process. Through axial coding, properties
(characteristics) of categories and subcategories were developed from the data and

explained to bring about conceptual depth (Birks & Mills, 2023; Charmaz, 2014).

3.5.1.4 Theoretical coding

To enable the theorisation of data, | used theoretical coding to conceptualise how
focused codes related to each other (Charmaz, 2014). Theoretical coding involved
scrutinising categories generated by focused coding to present an explanation of
how “categories and their subcategories integrate together to form an abstract
grounded theory” (Birks & Mills, 2023, p.179). At this stage | used the navigation
pane (Appendix 7), a MS Word feature, to visualise and organise my findings into

categories and subcategories (Monaro et al., 2022).

| navigated this stage by strategically following Charmaz’ (2014) advice of using
concepts from other fields instead. One useful concept that | found to be quite handy
was Denzin’s (2001) strategy for exploring data for interactions, symbols and
languages, contextual factors and meaning (Callaghan et al., 2018; Denzin, 2001).
An example of a memo that | wrote while using this strategy during data analysis is

presented below (Figure 4):
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Figure 4:

Example of a memo.

Memo: 18/10/2024: Delivering patient care in pairs

Nurses deliver the care for patients who have a history of exhibiting concerning
behaviours in pairs so that they are ready to respond or call for help in case a
challenging situation rises. Items such as chairs of tables are introduced into the
patients rooms only if required as during meal times. A nurse participant describes
this approach as follows:
“So that's why we don't keep the light chair or we removed the table out.
So, when we go give him food, we just bring the table in, like the side table.
We had an incident, we left the table there, when the blood lady went to
take his blood, he just grabbed the trolley or the chair she was using and hit
her. Unfortunately. So, we have to be careful. And two nursing staff to
attend him, you don't go by yourself. It's important, especially, in a locked
room. You go two people. Just in case, emergency, you just exit and call
for help.”

Interaction: removing harmful objects from patient’s immediate environment,
introducing furniture in patient’s room, drawing on previous knowledge of patient
behaviour, delivering nursing care in pairs

Symbol & language: history of this patient grabbing objects and hitting other
people using objects symbolises potential danger to staff, furniture in this patient’s
room symbolises potential danger to staff, locked room symbolises potential
danger to staff, nurses delivering care in pairs symbolises nurses’ agency to
protect self

Contextual factor: nurses having awareness that physical danger to themselves
is real in the TBI rehab setting

Meaning: The nurses prioritise their personal safety in response to particular cues,
but they still provide care, they do not walk away from it

3.5.1.5

Constant comparative methods

Constant comparisons were made throughout the analysis to explore similarities and

differences between data (Charmaz, 2014; Glaser & Strauss, 1967). | noted

incidents, then compared these with other incidents in the same interview and

between interviews. | compared what happened during field observations of

participants’ social interactions during care routines across days of the week, times
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of day, and study sites. | went backwards and forwards during interview coding to
compare what participants said and what | had observed in the field. Throughout all
stages of this analysis, | made constant comparisons between data and data, data
and codes, and between categories and categories, to identify analytical cues that
aided the construction of properties and dimension (Charmaz, 2014). This iterative
approach contributed to the advancement and transformation of the analytical

understandings of the social processes that constituted the phenomena under study.

3.5.1.6 Applying symbolic interactionism

| constantly applied symbolic interactionism in the analysis of field observation data. |
took note of gestures and non-verbal cues that were used by patient and nurse
participants in relation to what was being said, done, or described, and what
meanings may have been conveyed. For example, | observed that a non-verbal
patient would move their head away as a signal that they did not want to have any
more food from the nurse assisting them with feeding. When the nurse responded by
stopping their action, this was analysed and interpreted as an approach to
personalising care that respected the person’s agency and self-determination, hence

contributing to promoting and preserving personhood.

3.5.1.7 Theoretical sampling

| used a theoretical sampling approach, which in Grounded Theory refers to a
systematic and strategic process, whereby a grounded theorist gathers additional
data to explore, illustrate, and reshape the developing theory (Charmaz, 2014;
Holton & Walsh, 2017). | performed this task during Phase Two, when | had

developed “tentative categories and emerging but incomplete” theoretical
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conceptualisations within Phase One (Charmaz, 2014, p.193). | had developed a
tentative core category (Dancing with Agency), its properties and its dimensions
(range of variations). While this core category was promising, it was not yet a firm
abstraction upon which analytical rendering could be rested (Charmaz, 2014). |
ventured back into the field for more data collection with the specific goal of
saturating the properties of this substantive category of Dancing with Agency. During
this process, | followed lines of inquiry that included: Why do nurses have the
dance? What does the dance require? What are the contextual factors that influence
the dance that the nurse is having with agency? What contextual factors influence
dancing with agency? What symbols and language do participants use when

interacting? and, what do such symbols and languages mean?

3.5.1.8 Theoretical saturation

| continued the analysis until | reached a point where | felt | could claim theoretical
saturation, whereby categories were robustly supported by data. Generally, this
stage is achieved when no new theoretical insights seem to arise from new data, and
there is no rationale for further data collection (Charmaz, 2006, 2014; Rieger, 2019).
A major challenge faced by Grounded Theory researchers is the difficulty in
ascertaining when codes are saturated and when the theory is adequately developed
(Creswell & Poth, 2018; Glaser, 1978; Low, 2019). | acknowledge that | experienced
this challenge. However, in my study, theoretical saturation was facilitated by the
pursuit of specific lines of inquiry and by the exploration of specific, rather than
general, questions with participants during Phase Two data collection (Birks & Mills,

2023; Charmaz, 2014).

123



Mindful of the varying views on theoretical saturation (Low, 2019) and theoretical
sufficiency (Dey, 1999), | was guided by the following advice offered to constructivist
grounded theorists by Charmaz:
Be open to what is happening in the field and be willing to grapple with it.
When you get stuck, go back and recode earlier data and see if you define
new leads. Use grounded theory guidelines to give you a handle on the

material, not a machine that does the work for you. (2014, p. 215)

3.6 Memo writing and diagramming

Memos were used to record my thoughts, deliberations, directions and questions
throughout the analysis. These memos allowed me to converse with myself about
the data, my ideas, my thoughts, and my plans of action, and to document my
journey and growth as a researcher (Charmaz, 2014). These memos included
personal reflections, analytical thoughts about codes, how categories were
interconnected with each other, developing lines of inquiry, and probable theoretical

categorisations (Bryant & Charmaz, 2007; Holton, 2007; Kenny & Fourie, 2014).

Theoretical memos comprised my written considerations of several of the theoretical
explanations developed from my data (Charmaz, 2014). Theoretical memoing
involved sorting categories prepared by hand — on the floor and a wall in my home
office — to build an integrated theoretical statement (Charmaz, 2014). Coloured post-
it-notes helped me to visualise all the codes as a collective, including how they
related to each other (Appendix 8 ). This work allowed me to start visualising the
developing theory at an abstract level, including where the links were between the

core category, properties, dimensions, phases, outcomes, and contextual factors.
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Though presented separately in this thesis, the process of theoretical sorting
occurred at the same time as theoretical sampling (Charmaz, 2014). Figure 5

presents an example of the memos that | wrote during the data analysis.

Figure 5: Example of memo written during data analysis.

Memo: Thoughts from face-to-face-team meeting discussion 05/06/2023
This content describes what the 3 non-linear processes or parts (i.e. 1a,1b & 1¢)
represent/mean in relation to data analysis in this intermediary phase:

1(A) Monitoring and maintaining physiologic integrity

This section consists of categories that symbolise that nurses are monitoring and
maintaining physiologic integrity for patients. Nurses do not have (agency)/power as to
determine what needs to be done. Policies, directives, organisational guidelines
appear to direct how care is delivered

- The nurse’s agency is constrained by policies, directives, or organisational guidelines
and physiological integrity takes priority over the promotion of personal agency.

1(B) Engaging the person who is the patient

- Nurses are engaging the person who is the patient and activate their own agency and
clinical expertise to promote the agency or the person, finding in-the-moment
opportunities to encourage participation in self-care activities.

-Here the nurses have agency and determine what needs to be done for patients

1 (C) No name yet for this code/category (Advancing independence of the person who
is the patient)

| am still considering what this is :

- ? Nurses giving agency to the patient, families, cares, community relationships

-The nurses are enabling the patient to take the lead regarding their care

- Nurses are advancing independence of the person who is the patient and use their
own agency and expertise to support the person, family, and carers to take-back
control and decision-making about daily activities.

To compliment memo writing, diagramming aided my visualisation of the developing
theoretical categories, properties, dimensions, contextual factors, and outcomes
(Birks & Mills, 2023; Charmaz, 2014). Diagramming allowed me to identify gaps in
the Phase One data analysis, and | explored these gaps in the Phase Two
theoretical sampling (Birks & Mills, 2023; Charmaz, 2014). These diagrams, stored

as dated and labelled files, allowed me to track the development of my thoughts and
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the analysis over time, and they supported accurate reco

trail. Figures 6 and 7 present examples of diagrams.

rd keeping and an audit

Category —» Properties » Dimensions

High

Low

Number of dance partners ™)
Flexibility of the dance
/ Degree of tension

Dancing with Agency

Figure 6: Example of early diagramming of properties and dimensions of the core category.
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Outcomes of the dance

A4

Figure 7:Theory of Dancing with Agency (early conceptual thinking).
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3.7 The storyline

| applied “Storyline” — an advanced Grounded Theory tool — to move from analysis to
theorisation (Birks & Mills, 2023, p.198). The guiding principles | utilised to construct
a storyline were aligned with Birks and Mills (2023, p.199) acronym ‘TALES’:

T: Theory takes precedence (as the final product of data analysis)

A: Allows for variation (an abstraction of theory that makes room for

multiple dimensions and negative cases)

L: Limits gaps (weaknesses in the developing theory are identified for the

purpose of informing further data collection/analysis)

E: Evidence is grounded (while an abstraction, the storyline is accurate

and valid in drawing together analytical relationships), and

S: Style is appropriate (in this case, the style is framed by this document

being a tool for the research team to structure and critique the theory)

Writing a storyline for this study required multiple drafts, and the theoretical
constructs evolved with the incorporation of the Phase Two data. Appendix 10

contains an earlier draft of the storyline as a tool for theoretical coding.

3.8 Identification of the main concern

My understanding of Grounded Theory studies is that the main concern represents
the problem or issue that is shared by the participants and that this main concern is
generated from the data through constant comparative analysis (Holton & Walsh,

2017).The main concern highlights “the issue or problem that occupies much of the

action and attention in the research setting” (Holton & Walsh, 2017, p.88). The main
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concern was not known at the onset of this study; it was generated later, during the
open coding, and as data analysis advanced. While identifying the main concern is
not a prerequisite for CGT studies, specifying the main concern supported the
conceptualisation of the basic social process and substantive Grounded Theory
reported in this study (Charmaz, 2025). The main concern in this study is that a
shared end goal of rehabilitation is to promote and preserve the patient’s
personhood. However, there are multiple, demanding, decision-making actors in
inpatient TBI rehabilitation who nurses encounter in their everyday practice.
Consideration of, and engagement with, these actors influences the ways in which
nurses promote and preserve their patient’s personhood. The main concern is

revisited later in the findings chapter.

3.9 Criteria for evaluating this Grounded Theory
study

3.9.1 Credibility, Originality, Resonance, Usefulness

| am aware that an evaluation of a Grounded Theory is essential upon the completion
of a study. This evaluation enables the researcher to reach a formal judgement as to
whether “quality has been achieved” in line with the “criteria” specific for the variation
of methodology used (Birks & Mills, 2023, p.52). The criteria for evaluating any
qualitative study vary according to the audience, the purpose for which the criteria
are developed, and the author who forms those criteria (Charmaz, 2014). The criteria
that | adopted for this Constructivist GT study assessed for credibility, originality,
resonance, and usefulness (Charmaz, 2014; Charmaz & Thornberg, 2021). Table 7

explains the application of these criteria.
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Table 7: Criteria for the Constructivist Grounded Theory in this study as adapted from Charmaz (2014, p.337)

Criteria for How criteria are demonstrated in the study
rigour
Credibility | This criterion evaluates the Grounded Theory for conceptual grounding and application of logical thought

(Charmaz, 2014). Credibility was demonstrated by:

Intimate familiarity with the setting and topic by spending prolonged periods of field observation across
three research sites (a total of 80 hours of field observation) to gather field data.

A total of 67participants were recruited and interview duration totalled 44.4 hours. | gathered sufficient data
upon which systematic scrutiny and comparisons were undertaken throughout the study (Charmaz &
Thornberg, 2021).

My assumptions as a researcher were made clear at the onset of the study. | was always conscious of my
approach, knowing that | believe in multiple realities, and that truth is a co-construction between researcher
and participants (Charmaz, 2014).

| engaged in constant reflexivity and memo writing during the research so that data collection and analysis
reflected my assumptions and participants’ positions, worldviews, and social conditions (Rantung et al.,
2024; Wertz et al., 2011).

Observation data were captured in field notes and these data were integrated with participant interview data
to compare both types of data in relation to categories, properties, and dimensions.

The substantive category along with the three phases, properties, and dimensions, are explored using a

wide range of data from field observations and participant interviews.

Analysis is supported by logical links that are systematically derived from data.
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Criteria for How criteria are demonstrated in the study

rigour

e Claims made in the study are supported with a wide range of evidence drawn from field notes, interview
data and memos.

e The research team met regularly to refine and challenge data analysis (Rantung et al., 2024).

Originality | This criterion evaluates whether a study offers new insights, grounded conceptualisation of a primary research
topic area, and establishes the significance of the theory constructed from the analysis (Charmaz & Thornberg,
2021):

¢ No previous study offers insights and theoretical conceptualisations of the social processes through which
nurses promote and preserve personhood for people in this context.

e While previous researchers have explored the experiences of TBI (Chamberlain, 2005; Erikson et al., 2007;
Fleming et al., 2012; Freeman et al., 2015; Gebhardt et al., 2011; Hammond et al., 2016; Holm et al., 2009;
Jaimes et al, 2015; Jumisko et al., 2009; Kivunja et al., 2018), this study focuses on addressing a gap in
literature that demonstrated the existence of a mismatch between patients’, carers’ and nurses’

understandings of care that promotes personhood for people receiving rehabilitative care for TBI.

Resonance | This criterion “demonstrates that the researchers have constructed concepts that not only represent their research
participants’ experience, but also provide insight to others”(Charmaz & Thornberg, 2021, p.316):
e The theoretical constructs are presented, with supporting text from participant interviews, to exemplify that
the understanding of the perspectives explored are grounded in data.
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Criteria for How criteria are demonstrated in the study
rigour
o References were made to other research during the review of literature and this provided access to insights
from other studies that explored closely relatable topic areas. The application of theoretical sensitivity
enabled deeper scrutiny of the categories, properties, and dimensions that were developed for this study.
e The interim results have been presented at national and international conferences and recognised with
awards.
Usefulness | This criterion involves “clarifying research participants’ understanding of their everyday lives, forming a foundation

for policy and practice applications, contributing to creating new lines of research, as well as revealing pervasive
processes and practices” (Charmaz & Thornberg, 2021, p.316):

The substantive theory developed is useful in its mapping of how nurses navigate the complexities of
providing care that advances personhood for people who have complex trauma, may have cognitive and
behavioural changes, and must conform or negotiate elements of prescribed rehabilitation over the stages
of recovery, and with reference to a person’s preferences and relationships.

The theoretical understandings offer new insights that can inform professional development activities that
can guide the delivery of person-centred social interactions during TBI nursing care in rehabilitation
settings.

The substantive social process of Dancing with Agency, along with its three phases, exemplifies a
grounded theoretical conceptualisation that is attained through robust exploration of multicentred data
collection and analysis. The findings transcend the three TBI care settings and may be applicable in similar

contexts, locally and internationally.
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3.9.2 Enhancing rigour using the COREQ Framework

To guide the presentation of the reported data, | used the qualitative reporting
framework known as the “Consolidated criteria for reporting qualitative research
(COREQ)” 32-item checklist (Tong et al., 2007, p.349) (Appendix 13). The COREQ
tool enabled me to report several important aspects of my research study, including:
members of the research tea; methods used; study setting; and how data were
analysed and interpreted (Tong et al., 2007). COREQ is useful to refer to when
designing a study because many academic journals require inclusion of this checklist
on article submission. However, | omitted COREQ elements, such as member

checking, that were not relevant to my Grounded Theory study.

3.10 Chapter summary

This first part of this chapter described the research paradigm, the guiding social
theories of symbolic interactionism and social constructivism, and the historical
development of Grounded Theory. A rationale was provided for the use CGT, along
with a description of the general features of this methodology. The second part of
this chapter described and justified the practical ‘doing’ of this CGT study, and
explained the research settings, the recruitment and sampling procedures, and the
use of semi-structured interviews and participant observations as the main data
collection methods. The complex stages of constant, comparative, Constructivist GT
analysis were described, including theoretical sampling, theoretical sensitivity, and
theoretical saturation to enable the realisation of a substantive theory that explains
the social processes that promote and preserve personhood for people with TBI in

rehabilitation settings. Next, Chapter Four presents the study findings.
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4 CHAPTER FOUR: Findings

4.1 Introduction

In this chapter, | present the research findings for this Constructivist Grounded
Theory study as illustrated in Figure 8. | describe the main concern, which is “the
issue or problem that occupies much of the action and attention in the research
setting” (Holton & Walsh, 2017, p.88). | then describe how this informs the basic
social process, which “explains how that concern or problem is managed, processed,

or resolved” (Holton & Walsh, 2017, p.88).

The main concern expressed by nurses is one of dealing with multiple and
demanding decision-makers when providing rehabilitation care to the person with
TBI. Arising from this main concern is the basic social process, which | theorise as
‘Nurses Dancing with Agency in TBI Rehabilitation Care’or in short (The Dance). |
also describe contextual factors and examine these in relation to their influence on
the basic social process. To support the emerging theory, | incorporate excerpts from

participants’ interviews and field notes documenting participant observations.

Introductory notes to Figure 8:

In Figure 8, | illustrate the Theory of Nurses Dancing with Agency in Traumatic Brain
Injury Rehabilitation Care. The main concern for nurses and the basic social process
are listed. The Dance has three properties that impact the agency of nurses and
others: Number of dance partners; Flexibility of the dance steps; and Concordance

between dance partners.
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The Dance is made up of three components that encompass as subthemes, the
specific strategies that nurses use to promote and preserve personhood in TBI
rehabilitation. 1) Protecting the body of the person [with subthemes: accepting clock
driven practices; collaboration with teams; and collaboration with the patient and
family); 2) Engaging the patient as a person (with subthemes: understanding the
capacity of the patient; understanding the personhood of the patient through the
family; understanding the personhood of the patient through personal items;
prioritising intentional communication with the patient; knowing the person and
personalising care; and 3) Handing over the baton (with subthemes: taking in-the-
moment opportunities to promote self-care; engaging substitute decision makers;
enabling care transitions through institutional structures; acknowledging and
addressing discharge anxiety; and celebrating handing over the baton).

Four contextual factors influence The Dance: Rigid and ineffective team practices;
Restrictive environment and use of restraints; Nurses’ values, beliefs, and
experiences; Nurses feeling mentally and physically drained; and Nurse staffing and
skill mix. All these aspects of The Dance are presented with exemplars in this

chapter.
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Figure 8: The Theory of Nurses Dancing with Agency in TBI Rehabilitation Care: A diagrammatic representation
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4.2 The main concern: Multiple and demanding
decision-makers

The main concern of nurses in this study related to their engagement with the
multiple and demanding decision-making actors in TBI rehabilitation, who they
encountered in their everyday practice when delivering care that might preserve and
promote personhood. The nurse participants, in the main, used their own agency to
protect the agency and personhood of the patients. Nurses engaged with multiple
decision-making actors, including patients, family members, carers, the rehabilitation
team (e.g., allied health, medical, case managers, nursing colleagues), the

organisation, and external agencies.

Each decision-making actor brought their own agency to interactions with the nurse
participants, and these interactions influenced how the person with TBI's
rehabilitative care was structured, delivered, or promoted. Engaging with multiple
decision-making actors was demanding for these nurses because it required

continuous negotiation and re-negotiation of agency.

Nurse participants also had to engage with a high number of diverse professional
decision-making actors, with different scopes of practice and responsibilities, who
brought their specific disciplinary lens to influence and shape TBI rehabilitative care.
A nurse participant described this situation:
...we have the physios, OTs, speechies, neuropsych, clinical psych[ology],
pSychiatry, medical, recreational therapists, social work, dieticians, case
managers. We have orthoptists who look at eyes. (EN8, Line 268, p.12)
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The needs of people with TBI were dynamic and required an agile decision-making
process. However, the effectiveness of communication and teamwork between
patients, families, and decision-making actors was variable. When social processes
between these diverse decision-makers worked well, nurses could undertake their
work efficiently, communicate and exercise their clinical judgement confidently, and
negotiate an approach to care that promoted and preserved personhood. However,
some decision-making actors could be inflexible, and their clinical priorities could
conflict with a nurse’s clinical judgement. A nurse’s agency in responding was
dependent on a number of factors, including: the proportion of nurses compared to
allied health workers; interdisciplinary hierarchies and communication practices;

guidelines driving care; and patient capabilities.

In general, more decision-making actors led to more complexity in the nurses’ social
interactions, while fewer decision-making actors (e.g. a two-way interaction) meant
that the nurse needed to navigate fewer perspectives. Fewer actors could make it
easier to determine whose agency was to be privileged, and to negotiate divergent
perspectives and clinical priorities. Nurses were particularly equipped to negotiate if
they were comfortable with their knowledge, experience, and scope of practice.
However, when there were many decision-making actors, the nurses’ abilities to
effectively contribute to decision-making depended on the various actors’ appetites
for collaboration and their willingness to seek agreement in working relationships, as

well as their having shared knowledge of the situation and rehabilitation goals.
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The perceived power between decision-making actors also influenced social
interactions. The most dominant decision-making actors in TBI rehabilitation were
allied health professionals. As a team, allied health professionals appeared to
perceive themselves as having higher authority in shaping rehabilitative care for
patients and informing or dictating nursing practice. As the nursing team often
formed a small part of the healthcare team, the sheer numbers of allied health
professionals could eclipse the presence of nurses. One nurse participant reported
that “there is actually more allied health employed on the unit than nursing at the
moment in our brain injury unit... nursing is one small bit of a very large team here...
(RN1, Line 70, p.3). Another nurse participant concurred: “[Of] all the therapists in
our ward — there’s more Allied Health therapists than nurses... every single Allied

Health therapist... category is on staff’ (RN1, Line 268, p.12).

The large number of allied health decision-making actors in some settings meant
that nurses had to negotiate the collective demands of allied health professionals
and their scripted guidelines. When the allied health professionals who wrote the
guidelines were not physically present, the guidelines themselves became acting
units that sought to direct nursing practice and patient engagement in care.
Nonetheless, the nurses still used their own agency to determine and navigate their
response to those scripted directions, often with a view to achieving the joint goal of
patient safety and rehabilitation progress. However, when the nurse was also
engaged in a social process with the person who is the patient, this process became
a three-way interaction when the power of the guidelines had such prominence. In

these situations, the person with TBl seemed to have the least power and the nurses
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had to choose whether to be advocates in the face of allied health power. A nurse

participant explained:
If a patient can communicate to any extent that they prefer things a certain
way... | give them that option as much as possible... You're fighting against
what you’re supposed to do based on all the guidelines that you’re supposed
to follow, and what your patient wants to have done for them, so you have to
meet those two in the middle.... So... the nurses here do try to skirt around
certain guidelines, just so we can at least provide our patients ... the basic
things that they like. Because... we have these very rigid guidelines... and yet

we’re supposed to provide holistic care. (EN29, Line 294, p.13)

Patient and family member decision-making actors were also prominent in shaping
nurses’ practice, and they often held different knowledges and interests in relation to
clinical care. It is noted that patients and families are in dependent relationships with

nurses and other clinicians.

Families knew the person with TBI in contexts beyond the clinical environment and
they brought knowledge that was vital to decision-making. Families were also a
source of knowledge to understand the patient’s personhood and often took over
elements of care after discharge. Family members had the opportunity to bring such
knowledge and opinions to clinicians, and described varying experiences of feeling

considered or heard.

However, patients, families, and other decision-making actors could find negotiations

challenging. People who are patients, their families, and significant others, added to
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the number of decision-making actors, and all actors had knowledge and opinions
about care that did not always align with each other, or with those of the care
providers. An aim of TBI rehabilitation is to acknowledge and respond to
dependency, while also returning as much autonomy and independence as possible
to the person who is the patient. However, a skill of rehabilitation nurses is to
facilitate the safe transfer of that autonomy and independence. Therefore, nurses
had to make decisions for patients in some circumstances to maintain safety, while,
at other times, nurses sought to support autonomy by enabling the person to make
their own decisions. This negotiation was made more complex through the inclusion
of patients and families in decision-making as a central feature of person-centred
practice, as well as by the patients’ and the families’ diverse and sometimes
divergent knowledges and opinions. As one nurse participant stated:
One of my patients, she hates having her hair washed every single day, she
doesn’t enjoy it, but family want it to be done every single day, and it’s like
why? We’re supposed to be advocating for our patients and yet you're telling
us this is what the family wants so we have to follow it? But we’re not

advocating for family, we’re advocating for our patient. (EN29, Line 294, p.13)

4.3 The basic social process: Nurses Dancing with
Agency in TBI rehabilitation care

In Grounded Theory studies, a basic social process (also referred to as core
category) is a researcher’s interpretation of what shapes understandings and actions
of participants in the field (Charmaz, 2006; 2014; 2025) and it encompasses the
researcher’s constructed categories and subcategories (Birks & Mills, 2023, p.178).

The basic social process in this study is theorised as Nurses Dancing with Agency in
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TBI rehabilitation care (In short hereafter, ‘Dancing with Agency’). Agency — an
important concept in the guiding theory of Symbolic Interactionism — refers to “the
feeling of control over actions and their consequences” (Moore, 2016, p.1). Even
where structures would seem to dictate a person’s responses to a situation, in
symbolic interactionism, actors have in-the-moment opportunities to respond to

another’s direction with their own agency (Blumer, 1962).

The theory of Dancing with Agency depicts the basic social process expressed
through: 1) language (e.g., the words one chooses, whether written or verbal); and 2)
symbols that create meaning in interactions (examples could include: symbols of
authority, such as job titles, published policies, clinical procedures, and uniforms;
symbols that convey meaning about an environment; and body language and actions
that carry meaning for the observer). The language and symbols that support this
Dance with Agency are also influenced by personal and professional constructions of

self, social worlds, and society.

4.4 Defining The Dance

The substantive theory of Dancing with Agency explains how nurses select (or
neglect) strategies and interact with the agency of other actors to navigate the
intricacies of promoting and preserving personhood for people with TBI in inpatient
rehabilitation. Some of these other actors are people working in care-related roles
(e.g., personal care assistants, doctors, allied health staff, families, patients, local
managers) and some are structures (e.g., professional bodies, government bodies,
and institutions) that nonetheless are part of the social process, and interact with

nurse agency because of the power they exert. There is a relationship between
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these parties, with each person or entity (e.g., structure or organisation) bringing
their own agency and power to interactions. At times, these people or entities
compete for priority. While, ideally, all actors have the patient as the focus of their
concern, the outcome of The Dance sometimes results in the promotion of
personhood and, at other times, The Dance results in the promotion of other
priorities.

4.4.1 Properties of The Dance

Dancing with Agency appeared to have three key properties that impacted care that
promoted personhood: 1) the number of dance partners (other decision-making
actors) whose agency the nurse had to consider; 2) the flexibility of the dance steps,
or the extent to which nurses could leverage their clinical judgement and negotiate or
overrule an existing plan for care in either the patient’s best interest, or in response
to the current state of the operating care environment; and 3) the concordance
between dance partners, or whether dance partners were in- or out-of-step with each

other regarding judgements about the best plan of care to support personhood.

4.4.2 Purpose of The Dance

In the context of competing demands of people and agencies, the purpose of nurses’
Dancing with Agency was to promote the goals of rehabilitation. However, in some
instances, nurses would simply comply with other decision-making actors’ rules.
Nurse participants reported that the goals of TBI rehabilitation include: facilitating the
regaining of functional capacity; promoting the person’s independence and quality of

life, and getting the person home.
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4.4.2.1 Regaining functional capacity

Maximising function was a primary goal of rehabilitation. A nurse participant (RN33),
explained this goal as incremental and contingent on the level of injury:
Our role here is to get them functioning as much as they can, in terms of what
they can do for themselves... patients will come in, [requiring a hoist], two
assist, in an almost vegetative state. Being able to move from there, to at
least moving one side of their body, being able to brush their own teeth, being
able to call for help and stuff like that is already a big improvement. (RN33,

Line 579, p.25)

A mother/family member (F11) was aspirational in their hope for their son regaining
functional capacity through a continued progression towards the pre-injury self: “to
give him more capacity to do things.... His brain isn’t fully formed... so rehabilitation
should be to get him to the best position possible, and it will be ongoing even if after

he leaves the hospital” (F71, Line 560, p.25).

4.4.2.2 Promoting the person’s independence and quality of life

While advancing the person’s functional capacity was a key rehabilitation goal,
nurses also sought to promote the person’s independence in activities of daily living
(ADLs). ADLs — such as hygiene, feeding, transfers and supporting mobility — include
the type of care that nurses commonly provide to people in hospital when they have
reduced function. In TBI care, independence with ADLs was framed as a precursor
to quality of life, perhaps representing a symbol of dignity and personhood. A nurse
participant (RN33) explained that they were “trying to get them being able to be

slightly independent so that they can have some sort of quality of life and they don’t
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have to rely on nursing staff constantly is my goal for the Brain Injury Unit” (RN33,

Line 579, p.25).

There seemed to be concordance in The Dance between nurses and family
members in relation to rehabilitation goals. Family members clearly linked greater
independence to quality of life. The mother of a person with TBI explained the links
between a level of independence, enjoyment, and self-expression, as elements of
quality of life:
The goal of rehab is...Number one, whatever his abilities are, that there's a
quality of life with that. That it enables him to enjoy whatever he can at
whatever functional state he’s in. And to be able to [speak]... and to have an
ability to express his needs. | can see his frustration in that some days. (F7,

Line 55, p.2)

While the nurses’ Dance with Agency was usually in concordance with patient and or
family priorities, patient participants often had very specific goals for function and
independence that were linked to their own personal priorities. For example, one
patient participant prioritised both mobility and speech, which she perceived as
returning to her ‘normal’ self: “Right now [my rehabilitation goal is] walking and
speech.... | can walk by myself, but really slow. [Walking and speech] is still a little bit

different from a normal person’s” (P15, Line 219, p. 8)

Another family member linked the idea of seeking maximum function to
independence (which may be construed as an element of personhood), and to

quality of life: “it's pretty much getting him functioning to his best ability, so he can go
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outside and be independent. Be able to do things on his own. Hopefully get back to
work and back to living a normal life again, not having to be dependent on people”

(F8, Line 46, p.3).

Other patient participants also framed rehabilitation as “getting better” and, again, as
moving towards their own perception of “normal” functioning. Thinking beyond the
rehabilitation unit, another patient participant referred to several elements of life that
were lost to them that, perhaps, constituted their personhood, and they expressed a
desire to return to their personal ‘normal’: “I just want to get back to work and start

driving again. | can’t drive for a year... it's all | want, so | can get better. | just want

everything back to normal” (P14, Line 203, p.11).

4.4.2.3 Getting the person home

Getting the person home was the final goal for rehabilitation. An experienced nurse
participant linked independence and quality of life to the idea of getting them home.
Home was not necessarily the place where the person had always lived. Home was
not just a structure, or a place where physical needs might be met. Home was also
somewhere that a person might experience something that contributed to their
quality of life and their sense of personhood; perhaps, through a feeling of familiarity
or belonging that they had lost to the injury:
From my perspective, the goal of rehab is to get [patients] home, or get them
in a place where they can feel at home... give them... their independence
back as much as possible.... Sometimes for that patient, it's not possible, but
at least giving them a quality of life... just giving them their life back. (RN33,

Line 579, p.25)

146



Return to normality did not always mean a full functional recovery. As a nurse
participant explained, a common goal of rehabilitation involved not only going ‘home’
as a measure of perceived normality, but also returning the person to their social
world — even with residual disability — in a way that afforded them dignity and choice:
Everyone acknowledges that when it comes to a patient or each patient that
they are involved with, there is a common goal. There is an end goal... rehab
them to the point where they can exist in the community comfortably, where
they have got dignity, a certain level of agency, where we can return them to
as close to normal as we possibly can pre-injury.... Close to normal because

it's never going to be what it was. There is always going to be something

that's not quite right . (EN9, Line 230, p.10)

While nurses aimed for the person to go home, this needed to be prepared for in a
way that was supportive of family, thereby extending consideration of the patient’s
personhood to encompass the relationship they had with their family: “[we] make
sure the family is happy as well. We do not want the family to be stressed when they

go home... we want them [patients] to go home comfortably” (RN11, Line 566, p.25).

One family member emphasised that family preparation was contingent on family
involvement, given their intimate understanding of the person:
| think the goal of rehabilitation [is to] involve the family much more. I've been
with [Tom] 46 years... doctors and nurses have been with him just for a few
months. A partner knows this person; a parent would know their child. They

know what they can do, what their ability [is for] doing. Involve the family more
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into all these activities ... my husband’s going to a nursing home, but I'm
going to be still there nearly every day... | want to be [involved]. (F12, Line

408, p.18)

In synthesising these ideas about the goals of rehabilitation, the idea of giving the
‘person their life back’ suggests that the purpose of the Dance with Agency for
nurses is to hand over independent function, self-expression, and capacities to the
person, to make the person feel closer to their ‘normal’ pre-injury self, while
acknowledging that residual disability may remain. This handing over prepared the
person for their return to family and community, which required input from, and

collaboration with, the person and family members.

Nurses’ Dancing with Agency involved facilitating the advancement of rehabilitation
goals that were ideally set by patients and their families. When the goal of
rehabilitation was given primacy, nurses prioritised patient’'s agency and promoted
independence with ADLs. In doing so, the role of nurses in rehabilitation was to
engage patients in self-care and not ‘to do it all’ for them. This role required the
agency of health care actors to focus on maximising personal capacities and
encouraging patient participation toward attainment of specific personal goals. The
Dance also involved nurses continuously exploring the extent to which patients were
mindful of their rehabilitation goals. At other times, the goals of rehabilitation meant
that the agency of health professionals was privileged over that of patients and

family.
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4.5 Three components of The Dance

The basic social process of Dancing with Agency comprises three components: (1)
protecting the body of the person; (2) engaging the patient as a person; and (3)
handing over the baton. These components are clearly differentiated by practice
intentions, and are non-sequential, often happening concurrently during the nurse-

patient encounters.

4.5.1 Component 1: Protecting the body of the person
4.5.1.1 Introduction: Definition of component

The body is the vessel for personhood, and a TBI patient’s capacity for self-
monitoring and self-protection may be compromised by impairments of the brain, and
potentially other body parts. Protecting the body of the person describes a collection
of strategies employed by nurse participants to monitor and maintain integrity of the
body and protect the person from physiological derangement and physical harm.
Protection from such harm was not only perceived as necessary for the attainment of
rehabilitation goals; it was also seen as inherent to nursing practice more generally.
In the context of protecting the body of the person, nurse agency was usually
privileged over patient and family agency. Nurse agency was underpinned by the
privileging of nursing knowledge and clinical reasoning, and it was applied at a time
when the person was less physiologically stable and less functionally able. There
was also an organisational expectation that nurses fulfil these functions, which is a
part of the workplace socialisation of nurses. However, The Dance required to

protect the body of the person was not always straightforward.
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4.5.1.2 Nurse activities protecting the body of the person

Nurses were the primary decision-making actors in monitoring and maintaining
physiological integrity and physical safety to avoid further injury. Nursing strategies to
monitor for physiological integrity included: assessing vital signs; blood glucose
monitoring; observing for swallowing difficulties, nutritional adequacy, patterns of
elimination, emotional status, and mental status; and assessing for skin integrity.
Nursing strategies used to maintain physiological integrity included: assisting
patients with feeding and fluid intake (oral intake or enteral feeds), periodic patient
repositioning, medication administration, and request for medical review.
Physiological integrity and physical safety were described as vital for the promotion
of personhood in TBI rehabilitation nursing because a patient’s ability to participate in
any form of therapy was dependent on the stability of their physiological and physical
state. A patient’s physiological deficits were viewed as potential sources of specific
physiological risks such as aspiration, infection, malnutrition, mental health
challenges, and multi-organ failure (e.g., in the case of sepsis). Nurses also
monitored physiological integrity to facilitate early intervention in response to signs of

deterioration.

Described assessments nurses used to monitor physical safety included:
assessment for falls risk,; assessing for patency and security of clinical or assistive
devices; monitoring patient emotional cues (e.g. for aggression) and risk of
absconding; and monitoring the patient’s immediate environment and its
appropriateness. Nursing strategies used for maintaining physical safety included:
increased nursing supervision; one-to-one nursing allocation; use of specially

designed (Hi-Lo) beds; use of seatbelts when at risk patients sat out of bed; and use
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of medical and mechanical restraints and seclusion as last resorts for patients with

behaviours that others find challenging or potentially harmful.

Nurses were the main decision-making actors in protecting the body of the person
who is the patient. Descriptions of these social processes suggest that nurses
control the direction of protecting the body of the person. While the person who is the
patient receives protection in a way that is either passive or, perhaps, reflects their
agency in concordance with nurses: they often shared the joint goal of maintaining a
safe body. A nurse participant explained that the pivotal function of nurses in
rehabilitation was observing, assessing, coordinating, and critiquing elements of
physiological care.
We play a role in literally every single aspect of the therapy. We are watching
them [patients] swallow, we are making sure they don’t aspirate. We’'re also
making sure that they’re getting the correct diet ... getting patients up and
down ready for therapy. We’re also involved in the therapy ... dependent on
the level of what the patient can do... everything from oral hygiene to body
hygiene... nutrition, so how they’re fed, how they eat, or if they’re eating

through a tube. (RN33, Line 15, p.1)

Another nurse participant also explained the link between physiological care and
maintaining comfort and dignity by supporting body care that a person cannot do
themselves: “patients... with their incontinence... cannot do anything for it, so we
have to clean them up, we have to wash them and change them and make them

comfortable” (RN21, Line 38, p.2).
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Protecting the body of the person was complex, with multiple considerations that
required the nurse to know the person and their care needs intimately. When
patients had a multiplicity of physical safety needs, their care often required inputs
from a range of multidisciplinary actors, including prescribing supportive clinical
devices and their application, safe transfer requirements, and physical limitations to
consider prior to mobilisation. Some of these interventions were sources of patient
discomfort and/or required patient input and cooperation to fulfil. In achieving the
joint goal of protecting the body of the person, nurse participant (RN14) suggested
that social processes needed to be directed towards understanding the person’s
body protection needs:
You have to be very mindful of each person’s different deficits... for instance,
for one of our patients... we have to make sure... we have a helmet in situ
whenever we’re transferring. We’'ve also got to make sure she’s got splints on
her lower legs. We’ve got to make sure that we’re supporting this side.
There’s a lot of things to take into account, and if you’re not familiar with the
patients, it would make it a lot harder on you to just get into that rhythm of
knowing what each patient needs. They’ve got a lot of different requirements.

(RN14, Line 444, p.19)

Patients also recognised the vital role that nurses played in monitoring and
maintaining their physiological integrity. A young patient participant described a
range of nurse driven initiatives, and they seemed to understand the rationale for
those initiatives and responded with acquiescence, given the joint goal of

physiological stability:

152



Nurses... remind me to take the pills, they measure my blood pressure and
occasionally, they come in to ask if | wear my stockings because the stockings
help with blood clots and also, they give me injections every single day for...

making the blood thinner. (P8, Line 135, p.7)

Nurses often delegated, or enabled family members to contribute to, the monitoring
and maintaining of physiological integrity. Family members responded by performing
certain tasks to protect the body of the person, including assisting the person with
showering, oral care, feeding, transfers, and exercises. At times, family members
also cleaned patients after episodes of incontinence. A family participant described
their response to the delegated care role they played in the rehabilitation of their son:
“[we] help with showering, transferring him from bed to wheelchair. Take him to his
physio, help the physios as much as we can. He can feed himself now, but originally

[we] had to help with feed” (F4, Line 116, p.6).

Nurses also had to operationalise elements of safety mandated by the organisation.
For example, the locked nature of the TBI care unit restricted personal freedom of
movement. Movement in and out of the unit had to be authorised by nurses, which
constrained patient agency. While nurses might understand and rationalise this rigid
policy (a lack of flexibility in the dance), they also had to negotiate patient agency
and subsequent patient frustration. Some patients resorted to creative means of
exercising personal agency, such as leaving the unit without seeking nurse or
organisational approval, which meant that the purpose of the organisation’s action

was not achieved. An experienced nurse participant explained:
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... we do have a lot of absconding patients... Because this is a locked ward,
they have to get permission to go out and in... even if they are cleared to go
out for the therapy and everything, they have to come and ask the nurses to
open the door for them. That might be frustrating. They say that they are

locked up here... They just want to get out of here. (RN20, Line 379, p.17)

4.5.1.3 Accepting clock-driven practice routines

Nurses were socialised in healthcare settings to attend to routine tasks in ways that
were often clock driven. The purpose of routine was often to formalise the processes
to protect the body of the person, and to promote physiological integrity and physical
safety. Completing routines for protecting the body of the person often required
nurses to dance with the agency of a high number of decision-making actors to, for
example, gain the permission of patients, the engagement of families, and meet the
priorities of other staff and the organisation. The focus on the timing of tasks had
numerous imperatives, including clinical imperatives (e.g., blood glucose monitoring
before meals), workflow imperatives (e.g., having patients showered before their
physical therapy sessions) and organisational safety imperatives (e.g., hourly
rounding). Nurses are socialised to value these clock-driven routines and their
imperatives. Perhaps therefore, even when the routines were demanding, nurses
were usually willing to organise their practice in line with the workplace, being the

decision-making player that holds these expectations.

In enacting these routines, nurses prioritised things like a clean body, the support of
nutrition, and the formal assessment and management of risk, as key elements of

physiological integrity. A nurse participant explained:
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Once we receive the handover, we start with daily routine of showering the
patients and then dressing them and setting them up in the chair and getting
them ready for the meals. Most of our patients need help with feeding and
they’re on modified diets and fluids... making sure their environment is risk-
free; doing an environmental risk assessment, also the patient risk
assessment to make sure they’re safe... making sure there is a call buzzer in
reach.... And then... medication rounding and doing the pressure area care

rounds according to the patient care plan. (RN18, Line 77, p.4)

The routine nature of clinical rounding (a routine of checking and documenting
attendance to specific nursing activities) was performed as and when clinically
indicated. In one setting, rounding was mandated by decision-making actors high up
in the healthcare hierarchy, such as unit managers, who exerted control over nursing
work. Nurse participants explained that contributing toward monitoring and
maintaining physiological integrity and physical safety was a routine but purposeful
nursing practice. Despite the rigidity of rounding as an expected practice, it appeared
to be non-controversial because of the clinical rationale understood by the nurse
participants: “regular rounding, pad checks for the patients who are incontinent; we
do those every two hours. Once the patients are asleep, we do regular hourly

rounding just to make sure they’re okay and they’re breathing” (RN17, Line 133, p.6).

Assessment and management of skin integrity was another important practice
routine because many patients were unable to protect their bodies from unrelieved
pressure. Although the agency regarding patient safety largely rested with the

organisation, the nurses were receptive to this because of the level of patient need
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and patient safety gains. Decision-making actors in such contexts were other nurses,
Personal Services Assistants (PSAs), and patients. The routine nature of nurses
initiating these processes presupposed input from other decision-making actors. This
concordance between dance partners was assumed, given the joint goals of the
nurse and the organisation in body protection. The low flexibility in the dance (driven
by clock time) was normalised and accepted. One nurse participant explained this
constellation of The Dance and their pride in the results of this body protection:
Some people need two people to assist full care, so we have to... make sure
that the pads are regularly checked and changed, or... they’ll end up with sore
bottom. So we do the pressure areas at 10 o’clock, 2 o’clock and 6 o’clock,
every fourth hour... because of the constant repositioning and constant
changing of pads, we don’t have many cases of [pressure] injuries. (RN15,

Line 387, p.17)

Another nurse participant described how rounding was enacted and adjusted
according to patient need. This participant provided a sophisticated rationale, based
on an environmental and patient assessment. This rationale informed a strategy that
met the requirements for safety monitoring and management while maximising
patient agency and dignity:
Monitoring is different, because you use your environment first. So depending
on the level of falls risk ... we may need incidental supervision like nurse
rounding every 15 minutes. Or... this guy ... in room 10, is closer to the
nurses’ station, and it’s in a main thoroughfare. So, the way we’re nursing him
— because he’s a high falls risk — we’re not restraining him at all, but the bed

[is lowered] to the floor, there’s a mattress on the floor, and he just rolls out of
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bed, and he rolls around on the floor. And every time we go past him, we can

see what he’s up to. So it’s about [utilising] least restraint. (RN7, Line 250,

p.11)

Monitoring and maintaining physiological integrity necessitated working within a pre-
planned daily routine or sequence, which required nurses to consider the time for
patients to engage with other clinical decision-making actors, who supported the
attainment of rehabilitation goals. One nurse participant suggested that their patients
were socialised to this routine, and were aware of the schedule for the day. This
shared socialisation supported concordance between dance partners, with agency
shared through acceptable routines: “whatever nursing involves ... that’s the routine,
and then they go to physio, because they’ve got a plan for the day, so the patient
knows this is the time they have to be up and ready for the therapy” (RN19, Line

461, p.20).

In delivering routine care to protect the body of the person, concordance between
nurse and patient agency during interactions was achieved when the patient saw the
routine as a reflection of a nurse’s thoroughness, competence, and consistency, that
made the patient feel valued and safe. Also, while there was a lack of flexibility in this
routine, several patient participants seemed to appreciate the predictability:
The nurses have been fantastic, very thorough. Like even this morning, before
breakfast they've done my blood sugar, they've done my blood pressure, my
temperature, my heart rate gets checked before every meal .... It's 15 minutes

before the food's due to come, they'll be here any moment and they do it
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every time and they're really good and they're always polite about it and it

happens. (P11, Line 378, p.17)

Concordance between nurse and patient dance partners was more likely when
patient comfort was a focus of the nurse’s routine, due to the prioritisation of
personhood. A nurse participant described this routine: “we do personal care... we
get them out of their day clothes and put them into more loungewear or pyjamas; just
get them relaxed for the afternoon” (RN17, Line 133, p.6). This comfort care routine
might have been either standard unit practice, and or a value of the individual nurse.
Comfort, as a priority, may be engrained in varying degrees in the clinical duty of

care that individual nurses have toward the promotion of personhood.

During interactions between the nurse and a potentially irritable patient, when the
nurse prioritised patient agency and gave opportunities for flexibility in routine
practice, concordance was promoted. Nurse participant (RN14) explained their role
in monitoring the person’s readiness to engage with nursing interventions, and their
own level of flexibility when negotiating task timing with the patient. Sometimes this
role required negotiating with multiple decision-making actors. However, when all
decision-making actors recognised the value of managing the patient’s emotional
state — and the shared goals of rehabilitation were given priority — the nurse
perceived the patient’s personhood as being promoted:

Maybe with these patients, there’s different times of the day where they are

more compliant or more happy or not as combative. For instance, our patient

just wants to sleep until 10:00 in the morning and doesn’t want to wake up for

the 8:00 medications - tends to become aggressive at these times when you
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wake them up to take their medications. You would just wait until they wake
up... you don’t want to get them agitated for a reason like a medication that
can be postponed if you consult with the doctors, with the team, and you know
that it’s safe to postpone.... Maybe before the traumatic brain injury they used
to wake up at 10:00 all the time, and they don't like this new thing of being
woken up at 8:00. That'’s fine as well. We want to get them back into how they
used to do things, because it’s rehabilitation... that’s something about their
personhood.... If they like to start their mornings at 10:00... We'll promote that

with them. We’ll help them do that. (RN14, Line 400, p.18)

While collaboration with the patient to achieve body-protection goals would be
preferrable for promoting personhood, there were examples of nurses choosing not
to negotiate, or insisting on performing tasks in a certain way despite a patient’s
reasonable argument. These actions usually occurred when the nurse perceived a
threat to patient safety and prioritised protecting the body of the person over the
person’s autonomy. In one encounter, there was poor concordance between the
nurse and the person with TBI — the actors were out-of-step with each other. In this
case, the nurse’s agency was privileged over that of the patient. While the joint goal
of safety might have been met, it seems that the goal of promoting personhood
(through autonomy, dignity and comfort) was not met. This outcome occurred due to
a lack of flexibility in the dance steps and the power of the nurse to exert control over
the patient in what was already an unequal power relationship. A patient participant
explained their perception of an experienced nurse who exerted the power of their

agency over them. As the account shows, the patient discursively reasserted their
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own agency by asserting that the nurse’s actions were not reasonable and that the

nurse was set in their ways:
| was being transferred over to a chair to be in the shower... | wanted them
[nurses] to take the hoist off because | can move. | can wiggle around and get
the hoist out. And the nurse is like ‘No, you have to have it in the shower’ and
| said, ‘But then it’s going to be wet, just take it off.” She was like ‘No, you’re
wearing this hoist in the shower’... Every other shower | have had when that
nurse hasn’t been there, guess what they do? They take the hoist off...
Because then when they lift you in the hoist, you’re wet and you get cold and
yucky because the hoist is all wet and then... they have to put three towels on
the bed... and you’re all wet... so that one | didn’t win... | just gave up in the
end... A senior nurse... just stuck in her ways. This is how it’s done, and ...

there’s no [other way]. (P6, Line 345, p.15)

4.5.1.4 Collaborating with allied health to protect the body of the person

Allied health guidelines were symbols of external agency that could subsume nurse
agency. These dynamic, patient-specific prescriptions stipulated equipment, people,
and processes to be followed during a person’s rehabilitation. At two research sites,
nurses’ adherence to the guidelines was mandated, while at another site they were
considered a guide, and much more open to nursing input and co-revision. Nurses
often perceived the allied health guidelines as advantageous when they needed the
expertise of others to inform a practice problem, when they needed to support
continuity of care between nurses, and when patient safety could be compromised if

guideline-oriented care was not followed. For example, if the patient had difficulty
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swallowing, a speech pathologist might prescribe a procedure for assisting feeding
safety. In such a situation, a nurse participant explained their willingness to cede
agency to allied health decision-making actors in order to protect the body of the
person during mealtimes:
Some [patients] can hold the ordinary spoon. Some of them can’t. So, [OT]
make a big grip... Some... spoons are crooked so they can put in their mouth.
It’s all different... That’s the OT's job... they give a guideline, so we follow

that. (RN30, Line 326, p.15)

Nurses also perceived another allied health prescription to be advantageous: the
communication tools designed by speech pathologists. These tools enhanced
nurses’ communication with non-verbal patients. Nurses valued this aspect of
collaborative allied health engagement because it facilitated personalised care in an
otherwise one-way, nurse-led interaction with patients with communication
impairments. In this instance, the nurse was often willing to delegate agency to the
speech pathologist to enhance the person’s capacity for communication, enable
more flexible nursing care, and support patient choices and expression. This
collaboration in turn supported the nurses’, allied health staffs’, and patients’ joint
goal of promoting the patient’s personhood by facilitating expression of preferences.
A nurse participant explained:
The speech pathologists are quite good with developing their own
communication guidelines, so when a patient can’t verbally communicate, we
have something called an AAC [Augmentative and Alternative
Communication]... it’s basically like a flip chart that [patients] point ‘yes’ or ‘no’

to. One of our patients has a really big one where it’s more than just ‘yes’ or
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‘no’, there’s things that she likes to do, or if she wants to communicate that
she wanted, a certain hairstyle, she can point at it. And we ask them
questions. We talk to them like they’re normal human beings, there shouldn’t
be any difference... in the way that you talk to them, but instead of... a verbal

response they’ll point. (RN33, Line 50, p.3)

Another nurse participant described how they appreciated the presence and
expertise of allied health workers, who they saw as enhancing their own professional
development and practice. The nurse participant initiated social interactions with the
allied health team as a way of enhancing their own capacity for protecting the body
of the person, and as a way to support the joint goals of rehabilitation and nursing
practice:
The fact that Allied Health is so closely tied to this place is really helpful to
nurses, because they can learn a lot... I'm always asking, when the patients
are being mobilised, taken to therapy by the OTs, ‘Is there anything you
wanted us to do? Is there anything we should keep an eye on?’... But that
doesn’t make it harder, that just makes us better... personally, | think it’s just

an avenue for learning. (EN24, Line 229, p.11)

4.5.1.5 Collaborating with the patient and family to protect the body of the
person

The patient who is the person could also initiate and direct social interactions with
the goal of protecting their own body and promoting comfort. The following field note
exemplifies purposeful collaboration between the nurse and the patient to protect the
body and how this contributed to the personalisation of care and the promotion of
patient agency (FNG6). The interaction followed a sequence: the patient initiated the
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interaction; the nurse called for a second dance partner, presumably to enhance
safety; the nurse checked in to accommodate patient preferences during the
encounter; and on completion, the nurse asked whether the joint goal had been met.
As the nurse described:
The patient calls out for nurse assistance with repositioning while resting in
bed. The nurse responds and notifies the patient that there will be two nurses
needed to perform the task. A second nurse is called and the two nurses work
together to reposition the patient. Nurses ask the patient which side he prefers
to be turned, how he would like the pillows to be placed and this ends with the

patient thanking the nurses for their work. (Field note, FN6)

Monitoring for patients’ physical safety was also a focus of the nurse’s collaboration
with family members and other support people. When working collaboratively, nurses
frequently brought family members into the work of protecting the body of the person
by including them in care activities. Even though this action increased the number of
decision-making actors, when nurses sought concordance with patients and family,
the dance partners were more likely to be in-step and achieve meaningful joint
outcomes including protecting body integrity. This inclusion usually took the form of a
family member assisting with personal body care tasks (such as personal grooming,
bathing, feeding, cleaning the person after incontinence, and observing and
supervising the patient). Giving family members the agency to take over some
elements of body care seemed acceptable to family members, particularly when it
increased their sense of connection with the patient and contribution to their comfort,
or when the work was framed as preparing the family member to support the

person’s care after discharge. Nonetheless, most families seemed willing to
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participate in assisting their loved one with care and safety: “I don’t know if it’s just
this ward, but a lot of the people here, they’re all willing to help when they can. They

rarely refuse helping their family members” (EN24, Line 83, p.4).

Family members seemed comfortable initiating a conversation with nurses when
they had concerns about protecting the body of the person. When nurses responded
openly to family members, the joint goals of protecting the body of the person and
comfort could be achieved:
They’re involved. Mainly they’re the ones that ... start it [the idea] and we
[consider it] — because it’s their loved one, so they’re noticing the changes... It
could be a transfer [or]... a chair that they’re not happy with. We could be
happy with it because we’re not sitting it, in the end. So, the family can raise
concerns and then we work together as a team to find a solution to it. (RN28,

Line 143, p.7)

Acknowledging concordance between dance partners, a patient’s father explained
how nurses identified his presence as a trigger for them to share care activities with
him. The nurses and family member seemed to be in-step with this arrangement
because it helped to protect the body of the person, while also allowing the father to
express his fathering role:
The... wife... does do caring, like nails... but only on the weekend... | come
every day, | shave him, | assist the nurses and staff... Well... you’ve only got
so many nurses. And if one is off, that means the others have to pick it up. So,

they’ll go, ‘Oh, Roy’s* okay, his dad’s here’... So | end up doing a fair bit of

4 pseudonym
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nursing, cleaning the teeth, exercises... It’s all right, | don’t mind being hands

on with it, because it's my kid. (F3, Line 22, p.2)

A patient’s wife seemed to suggest that the act of bathing her husband was both

promoting his personhood and therapeutic for her because it promoted their

relational bond:
My thing is if he feels clean and fresh, he’ll rehabilitate better. Would you go to
sleep without a shower if you’ve been running around all day? No... So, when
| come here for an evening and bathe him... it’s beautiful, it's what we do,
have a shower before we go to bed instead of having one shower in the
morning with three nurses and then that’s your day. So, that’s the humane
part... The nurse can help you, but the human part is very personal and it's a
bond that you have with your partner and only that bond can give you [hope].

(F2, Line 693-702, p.33-34)

Another patient participant also described this delegation of care to family members
when nurses were diverted by other tasks. The role of agency was not entirely clear
in this instance. While the nurses seemed to hand over agency to the family
members (through their absence), it was not clear how the family members were
prepared to receive and enact this agency. The patient explained:

... the nurses are very busy... so when they see my family come here,

they are very happy to see them... When my parents come, nurses ...

leave away from us so in the daytime my parents will do anything they can

do. (P15, Line 109, p. 4)
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It is difficult to understand from the above examples whether these nurses shared
the responsibility for protecting the body of the person as a means of pro-active
collaboration that prepared a family unit for discharge, or to make space for family
time, or whether this was simply a way of delegating tasks from an already crowded
clinical schedule. A nurse participant explained one rationale for sharing the
responsibility of monitoring for patient safety with the family, with the purpose of
protecting the body of the person:
Nancy, she’s quite impulsive at the moment, and she’s missing part of her
Skull... so if she falls she’s at risk of a bleed. So informing her family [that], ‘If
she’s in the chair, make sure she’s not trying to get out of it; if she is, let us
know and we’ll move her back to bed’... that’s just patient safety... Unless
specified, we can’t physically stand there and watch them the entire time.

So... that’s an instance where we would involve the family. (EN24, Line 83,

p-4)

Requesting family members to ‘keep an eye out’ for their loved one was in-step with
shared goals when the family member had a sense that the request increased their
family member’s safety, was part of shared agency (through the granting of
permission), and was a shared strategy for care. The following field note illustrates
the concordance between a nurse and a family member, and the family member’s
contribution as a dance partner in monitoring and maintaining the physical safety of
his son:

Patient’s father (F3) called nursing staff upon noticing that Jack [the patient]

was becoming short of breath. Nursing staff attend to Jack, applied

supplementary oxygen... and called for a medical review. Jack had a
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tracheostomy removed... but sputum kept oozing out of the tracheotomy
surgical hole. Nursing staff kept applying tape over the tracheotomy... but the
tape kept falling off... Jack’s father stated that his stay at Jack’s bed side
allowed him to call for help from nurses early and prevented any negative

consequences for Jack. (Field note, FN185)

Family members were key decision-making actors and patient advocates, who could
alert nurses when subtle signs of pain or discomfort were observed. It seems that
this patient’s father was comfortable assuming and directing his agency to protect
the body of his son, and that this action was met with acceptance by nurses and
others. A field note illustrated the father's contribution:
Sometimes physios require splints to be applied for four hours on and off. The
new splints cause pain [for the patient] at times. The patient’s father is able to
convey these patient concerns to the nurses and other clinicians who are

willing to make adjustments in care. (Field note, FN32)

A nurse participant also described a nuanced Dance with Agency between the
patient and family members as dance partners. During this dance, the collaboration
was used as a teaching moment to increase patient safety and prepare the family
members to support the person at home. Even though these interactions aimed to
reduce variability (and therefore, flexibility, for safety reasons), they also provided an
example of attention to personhood because the nurse checked in on the patient’s
level of comfort. This strategy was also modelled to the family members:

... Integrating them [the family] into your care — if they’re present... say, ‘This

is why I'm doing this. I'm doing this because it’s dangerous if we do it this way,
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and this is just a safer and more comfortable way for the patient.” We’ll ask the
patient as well, ‘Is this more comfortable for you?’ And then the family member
being there and being exposed to all these answers being provided can... get

that insight, and then they can provide that same care to them [the patient]

that we’re giving. (RN14, Line 110, p.5)

On rare occasions, when they felt that the family members were out-of-step with the
goals of protecting the body of the person, and that their interactions with the patient
were unsafe, nurses took more extreme measures. Where patient safety was
threatened, this lack of concordance between dance partners necessitated nurses
taking actions like restricting family presence within the rehabilitation environment.
Nurses rationalised that these actions safeguarded patient safety. However, at times,
the family members resisted aligning with nurses’ directions:
We've had situations where... family members... hinder the process and the
progress that the patient makes... especially if they don’t agree with why we
do what we do. We’ve had a few... who we’ve had to actually bar from coming
in because... you tell family members you cannot feed patients this type of
food because they have dysphagia, they’re not able to swallow properly. It’s
really dangerous, they could end up choking on it and aspirating. And despite
explaining this to them, they will give them chips, water, things like that...
sometimes you don’t know what goes through their minds... especially when
you tell them, “You can’t bring in cigarettes, you can’t bring in drugs

[medications]... and give it to a patient’. (EN29, Line 436, p.19)
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While family member involvement was mostly valued and appreciated, there were
clear boundaries to family members’ agency set by the organisation, or perhaps by
the allied health team, that privileged specialist knowledge and clinical judgement.
Strict allied health guidelines required family members to be trained in care provision
before they could take part in care and limited the ways in which family members
could contribute to personal care for the person. This constraint on family agency,
while not designed by nurses, had to be enforced through nursing agency. A mother
described how she was told by a nurse that she could not attend to personal care for
her teenage daughter because of unit guidelines. The meaning for the mother in this
interaction was that she wanted to care for and nurture her child. This restriction put
the mother out-of-step with the nurse and left her frustrated and powerless:
| was actually showering [Jackie(pseudonym)] at [another hospital]... When
we got here, | was made to feel... like it was something | wasn't allowed to do.
It was a nurse that was really making me feel [frustrated]. She told me that
we've got different guidelines... here compared to where I've come from... We
were her parents... She's a little bit underage... She's 17... but then the
nurses were very [strict] — ‘You haven't been trained to do this’... But it’s hard
to be told when | was patrticipating in the care of her and feeding of her... to
be told you can’t do any of that because you’re not trained... | think they were
referring to whether the therapists had trained me to do it. Which the
therapists don’t, but | wasn’t really sure where that training was meant to
come from. But | didn’t ask because we’ve always just tried to assist the
nurses with whatever they wanted... | understand... because if she was
dropped on the floor... or if something happened and then you've got to

answer, well why did this happen? (F10, Line 275, p. 12)
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Sometimes, poor concordance between dance partners could arise when an agreed
level of family involvement was not communicated across the nursing team. The
incongruence of information across multiple nurse dance partners made things
difficult for families. A family participant explained how they were disrespectfully
brushed-off by an officious nurse, which diminished any sense of collaboration in the
provision of care:
[The unit manager] mentioned that they [nurses] were going to be possibly
short [staffed], and so | said to her, ‘Well, we’ll come in at 8:30’ ... But when
we came in they had [enough] nurses, and they were putting her in the
shower. And a different nurse snapped at us and said, ‘You’re here too early.’
Then | said, ‘Well, we were told that possibly they were going to be short on
nurses, so we came in to assist [with showering].” Then she was just like, ‘No,

no, no. Out you go!’ (F10, Line 275, p. 12)

Other examples of nurses constraining family members’ agency arose when nurses’
perceived that family members were overstepping accepted boundaries, and when
nurses perceived that nursing agency should be privileged and families should
respect their specialist knowledge. These occasions were described by nurses as
the ‘over involvement’ of family members. Participants noted that such ‘over
involvement’ could occur when families held strong beliefs about what constituted
proper care influenced by previous clinical encounters or knowledge of the person.
This ‘over-involvement’ meant that nurses Danced with Agency of the family, in the

hope that they would ‘step back’. Several examples of ‘over involvement’ were
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conveyed across participating sites. A nurse participant described the lack of
concordance in encounters with a particular family, with both parties clearly having
the patient’s best interests at heart. The patient’s family was brought back in step
with the clinicians’ directives when more dance partners joined the interactions to
communicate the shared goals:
| think sometimes [family] over-involvement is not very useful... they obviously
know their loved ones better than us, but we know what works clinically for the
patient, and a lot of the times we are overruled by the family because they
want this done a certain way. That’s when it gets in the way of person
[centred] care. An example was a patient came in with a certain IDC
[indwelling catheter) bag. We wanted to change it because it does not fit our
guidelines, and when they go to physiotherapy that’s not going to work... So
when they came in... we changed the bag straight away... Even when we tried
to educate the family on why we changed the bag, they were very adamant
that this bag will cause the bladder to explode. We had to educate them over
and over again, and they weren't listening to the nursing staff. We tried
everyone... our seniors... our CNC... they wouldn't listen to anyone. They
were very overly involved... It wasn’t until we had a family meeting with all the
seniors in this place, and our consultant, when they finally understood, ‘We
need to step back a bit’... But sometimes they [family] don't listen... and we

are put down ... sometimes it does get too much. (RN33, Line 442, p.20)

While the extent of family ‘over-involvement’ in their loved one’s care arose from
positive motives to protect the body, nurses still found the scrutiny of their practice

uncomfortable at times:
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... the majority of the time it’s not the patient, it’s the family members that
create that conflict between the nurses and the patient. The patient is fine, but
it’s just that particular family member because they’re too involved with the...
care and they start to pick on everything that you do. They always say, “Oh,
you’re not doing that the right way. It has to be this [or] that.” At the same time,
| feel like... if that’s their child, it’'s understandable. They’re just looking out for
them. But sometimes, it gets a bit too much. It affects how we look after the
patient... you’re just trying to do your work, but then if there’s too many eyes
watching you, it creates that pressure in the working environment. (RN11,

Line 416, p.18)

Sometimes protecting the body of the person was delegated to family members in
ways that were overwhelming. Family members were pivotal decision-making actors
in the patient’s rehabilitation and nurse agency was also gradually delegated to
families as a way to facilitate the patients’ independence. While this pattern in The
Dance increased the number of decision-making actors in a positive way, it required
both the flexibility and parameters — flexibility to allow others into the caring circle,
and parameters to that flexibility to avoid a patient’s dependence on a well-meaning
family. When there was flexibility in the dance steps that enabled family involvement,
nurses used this flexibility as an opportunity to offer education and advance families’
understanding of TBI rehabilitation, its therapeutic intricacies, and its dynamics. A
nurse participant explained:

| think it is good to get family involved because eventually, they’re going to go

home. That’s the goal. And to start training the family early will give them

more knowledge as to how to look after this patient holistically’... because...
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when you’re a family member of a loved one that’s sick you just want to do
everything, and that is not something that we promote. We try to promote
independence... Educating the family early on and getting them involved
allows them to understand... how to get involved appropriately, instead of
overdoing it for the patients and the patients relying on the family. (RN33, Line

245, p.11)

In some ways, the family members were an extension of the patient who is a person
through their relational personhood. Nurses utilised this knowledge to delegate
(handover) certain patient care tasks to families as decision-making actors. A
patient’s sister gave an extended example of the tension between giving family-
informed care and having to do something to ensure safe care, or to avoid missed
care. This participant described initiating their care interactions with the patient to
enhance their comfort and safety. This would compensate for the nurses’ care being
reduced because of their clinical obligations, and contribute to promoting and
preserving personhood:
To be honest, we’re a unique family. We do everything. Because we have
found that the family doing it ... was safer... with [the patient] avoiding any
misunderstanding that’s sometimes that’s happening with the nurses... Even
the medicines... We take it from the nurses and give it to him. We [put the
splints on], we prepare his food. We have our way to make the things the way
that [the patient] wants, because he’s a family member, so we know what he
likes and what he doesn’t. It’s hard for the nurse to be with each patient, to do

these small details. So the family is important.... [they] know exactly what he
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needs. Like doing the room the way he likes ... be with the family or watching

TV, or getting him up. (F6, Line 54, p. 2)

However, some nurses seemed to manage these interactions through their
unnegotiated absence, which placed undue burden on the family and often caused
frustration. In such cases, nurses used their agency to resist the family’s needs. A
family member explained the family’s frustration with these actions:
... they [nurses] just depend on us because they know that we do everything.
So this [puts] us under pressure sometimes. Not all the nurses... But It makes
us feel that we have to come... That we can’t leave him, because we know if
we left him, the nurses won'’t do [things] the way that we [do]. So, it’s hard for
us. It’s either my mum and |, or it’'s my mum... from 8.00 to 8.00 every day...

We’re overwhelmed [with the] care and his needs. (F6, Line 87, p. 2)

This same family participant explained how the nurses’ delegation of care to the
family members created tension in their interactions with the person they cared for.
The patient felt uncomfortable with this delegation of caring tasks to his family
because he was uncomfortable with his level of dependence on them:
So basically, he [person with TBI] knows that we know how [things should] be
done. So, he has more trust with us. But he also has the other perspective
that he doesn’t want us to do the things that the nurses should do... So
sometimes he gets angry that ‘No, it’s not your job. The nurses should do it.’
So, he keeps buzzing... because he just doesn’t feel comfortable that we do

everything. (F6, Line 152, p. 7)
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Another family participant described how this overwhelming sense of responsibility
for care led to the loss of their previously known life:
We don’t go anywhere, we don’t do anything, I'm here at the hospital every
single day... for the last 19 months, just to be with him and help him. My
husband comes directly after work every day. My daughter... has to work.
...but come[s] up at weekends. We don’t really have a life anymore. Our life is

Jimmy [pseudonym]. That’s our main concern. (F9, Line 42, p.2)

This reliance on family members for care provision seemed to be a structural factor
in the resources of these rehabilitation units. One nurse participant described how
they relied on the family to achieve good care, given that the nurses were stretched
by the mismatch between their resources and their workload:
...sometimes [when] the family comes it’s a big relief for us — because we
know they[patients] are in good hands, they’ll care for them. The families are
there... so we can do our medication, other stuff. Whereas if the families are

not there... that was a bit hard for us. (RN15, Line 536, p.23)

A family participant provided an example of failure for protecting the body of the
person when care was delegated to the family. They were distraught and distressed
with the perceived poor clinical care. There seemed to be an abdication of
responsibility by the nurses:
...when he [patient] had to go down and get x-rays... I'd always go. There
usually was someone [a nurse] with him but at one stage there wasn’t and
that was quite a horrible situation ... He had a [feeding] tube blockage and -

three, four times a day he was going down for scans... Normally a nurse
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[escort] comes with us or one of the orderlies comes with us but for some
reason they weren'’t there... So they took him and brought him back and he
was crying... he had vomited everywhere and obviously had almost choked. It
was just me there, | was devastated. The nurses down there were useless,
they weren’t even going to clean his bed. | was trying to clean his bed but
because | was in a state they started to help... it was quite horrific... |
complained when | came up. | said “he always needs someone with him”...
after that they always send someone with him. | don’t know why that day they

hadn’t because they’re required to ... he can’t communicate. (F11, Line 268,

p. 12)

4.5.2 Component 2: Engaging the patient as a person
4.5.2.1 Introduction: Definition of component

Component Two of Dancing with Agency is constructed as engaging the patient as a
person. Nurses used various strategies during their social interactions to engage
with the patient as a person, understand their personhood, and facilitate expression
of that personhood. Because of the purpose of rehabilitation, it was imperative to
engage the patient as a person in their own care and recovery. Nursing strategies
that were used to engage the person who is the patient included: understanding the
capacity of the patient; understanding the personhood of the patient through the
family; understanding the personhood of the patient through personal items;
prioritising intentional communication with the patient, and knowing the person and

personalising care.
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4.5.2.2 Understanding the capacity of the patient

To establish patient capacity (needs, strengths, and weaknesses in the context of
TBI), nurses Danced with the Agency of patients and the agency of others (in the
form of supplemental clinical assessment and judgement). Purposeful interactions
between nurses and patients enabled the collation of information that guided nurses’
decisions relating to optimal personal care choices. Nurse agency was
supplemented by specialised input from many diverse categories of allied health
professionals, and medical officers as dance partners. Contextual factors were the
capacity of patients to voice their needs, their physical strengths and functional

deficits, and the dominance of allied health in rehabilitation.

A nurse participant explained that the strategy of understanding the capacity of the
patient involved encouraging their agency and asking specific questions about their
capacity. These actions were followed by graduated collaborative input from allied
health as other partners in The Dance. Allied health agency was at hand and
supported nurse agency in the following example of a social process with multiple
dance partners. The dance partners were in-step with each other and this
concordance enabled the joint goal of shared decisions about care:
If they [patients] have the capacity to respond to questions, asking them what
they need, asking them what works for them. Something as simple as, “Which
side is stronger? Where do you roll better, to your left or to your right?” helps
me help them. It makes me understand what | need to do to care for them.
And then, obviously we work closely with allied health, they help fill in the
gaps. And then, hopefully with all this information, | can have a full picture

and start adding myself into it. (RN22, Line 36, p.2)
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Nurses frequently performed formal assessment using clinical tools to objectify
cognitive capacity prior to allowing patient agency. The patient’s cognitive capacity
then formed the foundation upon which the nurse-patient interaction was based.
Nurses considered a patients’ agency and took the lead when cognitive impairment
impacted perceived autonomy of the person for ‘rational’ decision-making. The
nurses Danced with Agency in the social process of listening to patient preferences
during personal care, and in deciding when to either allow patient input or disregard
their requests. Varying degrees of tension arose when dance partners were out-of-
step and could not harmonise patient preferences and the nurse’s prioritised clinical
options. For the nurse, the heightened tension was created by the potential for
something to go wrong, which could lead to physical harm to the patient. One nurse
participant described their Dance with Agency:
I will not listen to the patient if he’s very confused. | will assess... if they pass
the PTA [post-traumatic assessment]... Basically that means they're OK, they
can decide. They think well... But, if | know he’s confused and disordered,
disoriented, then | have to lead... One young [patient] came from [another
hospital]... He wanted to go out and he can't yet... He’s walking around, |
know he’s good in here, but he wants to go to the toilet by himself without
[nurses] for safety or without physio clearance. | will just say ‘No. | will have
somebody walk with you.’ | will not listen... You have to know what kind of
patient you have before you let them decide what they want to do. (RN31,

Line 297, p.13)
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4.5.2.3 Understanding the personhood of the patient through the family

Nurses sought to understand the personhood of the patient as a person by
understanding the patient’s routines and preferences and enabling patient focused
goal setting. To understand the person’s previous construction of personhood,
nurses had to make a conscious decision to access information by initiating
interactions with several dance partners. The patient was prioritised as the source of
understanding of personhood and the patient’s family was a further source of
understanding when severity of TBI impeded patient input. The family members
contributed as both a part of the person’s relational personhood and as independent
actors who offered a wealth of information that informed personal care based on

their longer relationships, and their knowledge of the person.

Nurse participant, Bailey explained the family’s value in their knowledge of the
person:
They [family] probably are our number one go-to source to understand
their [patients’] personhood... if they [patients] have severe traumatic
brain injury...if our patients can’t communicate effectively to us, we go to
their family members, who obviously would have spent the most time with
them and would have known them best. They would help a lot. (RN14, Line

205, p.9)

One family member expressed that it was important for clinicians to understand the
nuance of her daughter’s injury, perhaps because they felt it would reduce

judgement and optimise how nursing staff would construct their daughter’s
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personhood. This person’s mother initiated interactions that clarified the mechanism

of injury with an apparent goal of framing their daughter’s personhood:
They know it’s from a car accident, which | understand that's how you’d sum it
up. But that's... the problem. They’re being summed up in a couple of
sentences... | find that if | tell the nurses what’s actually happened to her they
seem to have a different perspective on her. That's what | do sometimes. I'll
just tell them what’s happened... because | feel like if you have a greater
understanding... that's what happens in the... handover. You get summarised,
you get told about the medicines mainly... how the person was injured is just
summarised in a sentence or two. Car accident, hit a tree, fat embolism...
they’ve got to get the medicine right. | know, but to me, the personal touch is

not there. It gets missed a little bit. (F10, Line 653, p.28)

Nurses generally sought flexibility in the dance steps they used to promote the
personhood of the patient by being open to the person’s preferences. However,
sometimes the availability of resources constrained their ability to meet those
preferences: “We [nurses] like to ask family...What kind of foods they [patients]
preferred. Sometimes it's not possible to give them those foods, but at least we have

an idea of what they like to eat” (EN29, Line 421, p.18).

4.5.2.4 Understanding the personhood of the patient through personal items

As well as seeking to understand the person’s previous construction of personhood
for nurses’ relational work, nurses also had strategies to reconnect that person to

their sense of personhood. Again, pursuing these strategies required the nurses to
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increase the number of decision-making actors (in this case, family and friends) to
gain access to personal items. For example, the use of personal photos in patients’
rooms was a routine nursing strategy to elevate personhood in rehabilitation care.
This personalising of the rehabilitation space provided a means for the person who is
the patient to develop familiarity with their previous world. These items could create
a space with imbued meaning and familiarity. Nurse participant, RN17, explained
how this personalisation process helped to provide a conceptual bridge between the
rehabilitation unit and the person’s future life in their community:
....definitely [photos] help provide [patients] that sense of familiarity, so they’re
not in just a bleak, blank hospital room. Seeing something familiar, | think,
really helps them — provides a sense of security for them, that this is not just a
hospital room, this is rehab, this is the next step out towards the community,

and that’s what they [patients] have to look forward to. (RN17, Line 175, p.8)

Valuing the family members as decision-making actors in their social processes gave
nurses access to multiple elements of the person’s socially constructed world. This
Dance with Agency between the nurse and the person’s significant others was
usually based on shared goals. In particular, family members appreciated the
familiarity of the patient’s rehabilitation space and displayed personal artifacts to
inspire hope and support patients’ recovery. One nurse participant explained how
reminders of diverse elements of a person’s social world contributed to the
promotion of personhood through evidence of individual meanings that symbolised
the previously known self and a sense of status. This nurse used these visual cues

to initiate conversations about personhood:
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So, let’s say there’s photos of cats, dogs, photos of their friends, photos of
them at parties with all their family members, nieces, nephews... We have a
patient who used to be a chef. He has lots of photos of meals that he’s
cooked ... and in his chef’s outfit. It’s just to show them, ‘This was all your life,
and this is what — who you are.’ Just a reminder of what they’ve been. (RN14,

Line 219, p.10)

Another nurse participant described how engaging significant others as dance
partners supported identity and status recollection for the person. By personalising
their patient’s environment and celebrating elements of their identity, recovery was
supported through positive messaging:
We had an athlete who was preparing himself to go to Olympics, then he had
this accident, and he was recovering, so you can see the encouraging words
written everywhere, his achievements, his photographs... | feel like that may
fall under person-centred [care] as well. You are creating an environment
where the patient feels like he is in his own home or own set up. (RN20, Line

85, p.4)

Pictures on the wall were often carefully chosen to enhance the person’s connection
with their lived world and increase their desire to get back elements of that life. A
patient’s wife described the importance of intricate personal details captured in
photographs, which made visible the person’s choices and positive memories that
might support recovery through meaning-making. She used photographs to initiate

interactions with her husband about their shared life experiences:
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It [picture on the wall] shows him what our life was like before. Gives him
some drive to want to get back to doing what we were doing before. There’s
some restaurant photos. There’s photos of him... That’s our pizza... behind
you, with the muscles and the clams on it.. On top of it is [our] pasta. (F2, Line

629, p.28)

Using other items from home as symbols of personhood enabled the person to
rebuild personal memories, and to reconnect with their pre-injury lives and their old
selves. One nurse participant (RN33) described a range of objects that could be
considered personally meaningful and so contribute to personhood:
We try to get the family to bring as many things as they can in that the patient
connects with. It could just be a little doll, or even a soccer ball... and we put
them in their line of vision just so that looking at it, it reminds them of the
person that they used to be and they can get their old self back. (RN33, Line
181, p.8)
Another nurse participant explained the importance of personal clothing as symbols
of identify and homeliness that also promoted comfort:
We like to encourage them [patients] having as much home items as possible.
So, we’re always dressing them in their [own] pyjamas... We change them
into their day clothes during the day... We put on their shoes... we encourage
them to have home blankets to make them more comfortable. Just to try to
make the room look as much as it would [with] more familiar items in it.

(RN14, Line 224, p.10)
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Dressing the person in their own clothes was used to promote flexibility and
familiarity and to act as a discriminator between a sick person and a ‘normal person’.
This type of empowerment potentially supported the person’s sense of agency,
personhood, and identity. A family member explained:
You've got to be very positive in here... they [nurses] are positive, they don’t
let you be in your hospital clothes, they want you in clothes, so that you’re not
feeling sick or looking sick... you at least look okay, like you’re working or

visiting, whatever ... It gives it a sense of normality. (F3, Line 152, p.7)

Nurse participants also explained that the use of personal items was therapeutic for
family members because it allowed them to feel that they were amplifying elements
of personhood for their loved one. It was also suggested that this use of personal
items could be therapeutic for nurses when their ability to make a substantial
difference to a person’s quality of life felt limited:
...we [nurses] say, ‘Feel free to... make this wall whatever you want it to be’,
to... remind them of the people that love them too, and support them, and will
be there for them. It’s a very deep thing for the family members If they
[nurses] feel like they can’t give the patient what they need ... with their
nursing ... then that’s something that they can do for them ... showing them
photos and providing that kind of support. Sometimes it’s the most that they
can do.... That’s the collaboration between us and the families. (RN32, Line

468, p.21)
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By incorporating photos and personal items brought in by family, nurses were able to
solicit cues about a person’s interests that could inform person-centred
conversations:
We'll be able to pick up the photos and be like, ‘Your kids are beautiful. Your
daughter, | think she’s going to come in today’ and you start to communicate
in that way, something the patient would love to hear... So that’s how we let
them [family members] make it a home feel for the patient. So that’s

personalising [of] care that we give. (RN32, Line 468, p.21)

Nurses also asked family members directly about the person’s interests to enable
person-centred conversations. Family members were a source of understanding of
personhood:
We like to ask family what topics of conversation or what interests do they
have so that we can bring that up in our topics of conversations. What kind of
foods they preferred.... And just generally communicating with family when
they’re around just to see what they were like prior to our patients having the

brain injury. (EN29, Line 421, p.18)

At one research site, nurses utilised a creative strategy to understand the
personhood of the patient. The strategy involved collating the patient’s lived world in
a booklet that aimed to reorientate them to their previous world and the present
rehabilitation environment. This strategy allowed the patient to make sense who they
were before and also provided them a sense of continuity to their present self:

One formal thing that we do is a ‘Book-about-me’... a book from premorbid

stuff, to the accident, and afterwards. So... your kids, your work history, your
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parents... It’s like an orientation thing premorbid. Now that you have had your
accident, some have a picture of them in ICU... And then what’s happening

now... We try as much as we can through environmental stimulus to orientate
themselves to the self. We orientate the patient to who they are. So hopefully,

from that it comes out with where they are and why. (RN1, Line 306, p.14)

4.5.2.5 Prioritising intentional communication with the patient

Patients valued nursing care that was preceded by clear nurse explanations about
what was happening. The Dance with Agency was shaped by how nurses
constructed and conveyed explanations to patients, while accommodating the
impacts of TBI such as cognitive impairment. The effectiveness of these
explanations may also depend on the clinical expertise and experience of the nurse.
The nurse’s initial social interactions with the patient, the structure of their
conversation, the tone of their conversation, and the nurse’s body language,
facilitated the foundation for establishment of a meaningful therapeutic relationship.

Prioritising meaningful interactions laid the foundation for exploring personhood.

The incorporation of family members’ input was helpful where the person engaged in
behaviours that nurses found challenging. A nurse participant highlighted this social
process:
That initial communication... the initial interaction with them for the day. They
might not remember who you are previous to this, so that’s really important.
And the way you speak to them, depending on the way they talk and the way

they are, it needs to be direct to them and personalised. So you start off with
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the introductions and the normal kind of, ‘How was your morning, how was
your night, have you slept well, is it a good day?’ Sometimes the family ...
bring in cards or things that you can integrate into building that rapport for the
day... that can be a really good strategy to use, especially for somebody who

is quite agitated normally. (RN31,Line 262, p.12)

A patient participant expressed the importance of nurses’ explanations, and
demonstrated how a poor concordance between dance partners was likely when
nurses offered no meaningful rationale for their actions. On the other hand, being
treated as a person with agency and capacity seemed to promote a sense of dignity
in the patient:
| think because they [nurses] now realised that explaining stuff to me does
make sense, because all those parts of the brain are now working, that they
do explain it really well and quite accurately and | can go ‘okay, that makes
sense’. It's quite nice to have things explained to you properly when they
realise that you do actually understand it and you can converse about it, and |
will accept it. Just telling me, 'No, you can't do it', is not going to work because
I'm going to rebel against it, but if you actually explain it to me... | agree. (P11,

Line 141, p.7)

The nurse’s Dance with Agency took various shapes as elements of the patient as a
person changed by the day. The dynamic nature of the patient’s situation (cognition,
behaviour, sense of personal agency) could provoke a change in the nurse’s
approach to nurse-patient interactions. When nurses made a conscious choice to

initiate nurse-patient conversations around topics of interest to the patient, this
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complimented the delivery of personalised care. A nurse participant highlighted this
point:
...essentially just asking them [patients], ‘Do you like this? Do you like that? Is
this how you like it? Is this the temperature of water that you like?’... not just
assume that because this is what they said one day that it’s going to be the
same thing the next day. So it's always keeping your patients in the loop with
what you’re doing so that you can tweak your care from day to day. (ENZ29,

Line 336, p.15)

Not prioritising a patient’s agency and not valuing and facilitating their personal
expression of needs appeared to have poor outcomes for the patient’s sense of
personhood. A patient participant explained how he and a nurse were out-of-step
with each other when the nurse was focused on tasks and did not recognise the
symbol of the buzzer as a tool for communicating and expressing patient agency:
| didn’t have the buzzer. The nurse was there, next to me and | said, ‘Nurse,
can you give me the buzzer please?’ ‘I'll finish this and I'll give you the buzzer.
Don’t worry, don’t worry.’ | asked for the buzzer four times. ‘Don’t worry. Let
me finish, let me finish.’... At the end, she left without giving me the buzzer
and | had to scream. It’s the only thing that allows me to communicate. Or |
need something heavy to throw through the window, smash the window off to
get their attention. That’s the only thing left to me... | was attached to a
machine. | unplugged the machine. The machine started to beep, so when
they hear the machine, they came straight away. What can you do?...

Sometimes they don’t get it. (P10, Line 538, p.26)
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At one site, clinical tools — in the form of colour-coded (yellow or white) timetables —
were ‘acting agents’ that informed the ways in which nurses communicated with
patients. These tools were devised by allied health dance partners, and at times
could constrain nurse and patient agency. ‘Yellow coloured timetables’ had low or no
flexibility because they dictated how patient care was structured. ‘White timetables’
allowed for flexibility in the dance steps because nurse agency could be exercised
based on the application of clinical judgment to advance patient agency, self-
determination, and choices about personal care. The Dance with Agency involved
the nurse constantly navigating the bi-dimensional tools that shaped the patients’
rehabilitation world. The key contextual factors were site specific practice and the
assumed or sanctioned power of allied health at this particular facility. This nurse
participant explained:

If a patient is able to communicate their needs, and they’re more alert and
orientated and able to tell me what they want, | usually ask them, ‘Hey, would
you like to have a shower now?’ Especially the timetable differences, so if it’s
a yellow timetable that means it’s a bit more strict and they need these certain
therapies, they need to get up at this certain time, they need to go back to bed
at a certain time. That could just be because they’ve been fatiguing quite a Iot.
But if it’s a patient that’s on a white timetable where it’s free-flowing and
they’re also able to make decisions themselves, then | always like to ask
them, like, ‘Would you like to have breakfast now?’... | would let them know
that this is what’s booked in for now, but how do you feel about going now?
Do you want more rest, or would you like to wait a bit and do it later, what do

you think? (RN33, Line 112, p.5)
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Social interactions between clinicians and patients were not always successful,
making it difficult to achieve joint goals. Sometimes communication tools were not
patient-centred and excluded patients from knowledge about their care plan. For
example, timetables at one site were often prepared by allied health professionals
without input from the person with TBI or their family members, making it difficult for
dance partners to achieve concordance — these parties were out-of-step when trying
to achieve their goals. These practices distanced the person from their care
planning, and signalled that their input was of low value. For example, at one site,
the timetable was placed outside the door where members of allied health could view
it but the person with TBI could not, making that person’s situation even more
complex. This impersonal practice impeded the provision of person-centred care and
attenuated patient personhood. One patient participant was unaware of what care
was planned for the day and expressed feeling confused:
[The] Timetable [is] organised by therapist and the physio together... | don’t
organise... I'm okay. But [if | know beforehand)], | can prepare a lot of things,
because | don’t have [any] idea till my father takes a photo of my timetable.
So every Monday morning | don’t... know what’s going on. Sometimes [l am]
very confused so | will ask a nurse [and]... they will tell me... Maybe before

[they] stick [the timetable] on my door, maybe show me first? (P16, Line 165,

p.6)

Patient agency was also augmented by the use of electronic digital devices to

enhance communication. Personhood was promoted when patients were able to

convey their needs effectively using technology. This nurse participant explained:

190



There’ve been times that we've used iPads, so if their hand dexterity’s a bit
better... we have had patients who are able to type out their needs and tell us
what they need, or even have a conversation with just typing in the iPad.

(RN33, Line 50, p.3)

The person may have difficulty expressing their care needs and may require family
members, carers, or significant others, to convey these needs to nurses or other
actors. A family member exemplified a person-centred approach to initiating
interactions with her son about their care needs. The goal seemed to be promoting
and preserving personhood and advancing agency for the person:
| always ... speak to him like | would otherwise. For example, yesterday after
his blood pressure dropped and had a little bit of a seizure, | asked him, ‘Are
you feeling worried, are you feeling sad, are you feeling, okay?’ Or other
days | would ask him, ‘How can | do everything right, the way you want them
to. | hope I'm explaining things to you and giving you a chance.’ I'm saying,
‘'m giving you the options to say yes or no.’ | ask him every day, ‘| hope I'm

doing this right for you, Jake.’® (F7, Line 328, p.15)

4.5.2.6 Knowing the person and personalising care

Knowing the person and personalising their care contributed positively toward
building rapport. This further supported an understanding of the person's own
rehabilitation goals, which are ideally set by the person, if they are to be meaningful.
While engaging the person who is the patient, nurses functioned as facilitators of

rehabilitation goal setting by encouraging patients and families to take the lead.

5 pseudonym
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There was flexibility in the dance steps when family members as partners were able
to freely exercise their agency in collaborating in setting the person’s rehabilitation
goals. Nurses engaged in The Dance as they assessed goal feasibility, made
alternative recommendations, or provided further support to enable the person’s goal
realisation. Potential high-tension situations were mitigated when the nurse realised
that strategies might need in-the-moment modifications:
The goals are mainly set by the family and the patient; we just help them
out... we don’t set the goals... because it’'s what the patient wants.... If the
patient wants to drink themselves, we help them out. If the patient doesn’t
want to be fed, they just want us to set up, we are happy for that. And then we
encourage independence for the patient as much as possible. And sometimes
we come to a stage where the patient is tired, fatigued and can’t feed

themselves, then we feed them. (RN15, Line 300, p.13)

There was a fluctuation in the intention of nurse agency; nurses could either seek to
personalise care, or to control and dominate the person. This pattern of interaction
was dependent on whether either setting clear boundaries for the person, or
accommodating their preferences, was considered more likely to attain rehabilitation
goals. Both of these actions required the exertion of agency, although the former
reduced patient agency. Nurses strategically applied a highly flexible and tactical,
rather than a robotic, approach to the shaping and delivery of patient care because
no person was alike. Flexibility in the dance steps had to be limited for some patients
where a clinical requirement, patient safety, or rehabilitation therapy had to be
prioritised. . The level of tension in social interactions depended on various

contextual factors, such as the nurse’s level of experience, the nurse’s patient load,
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the severity of the TBI, the patient’s capacities, competing resources, and local

protocols. A nurse participant suggested that nurses needed to be flexible to get the

best out of the patient:
Not every strategy... or every management style for a patient’s care is going
to work. Some might need a little bit of... not tough love... but a bit more
restriction and a bit more boundary setting, whereas others might need...
more empathy... a softer care towards them. So it just really depends on what
style works for them, and what you see [as] getting the best out of the patient,
and reaching their rehab goals... because we’re all so individualised... also
given their trauma throughout their life or what their [past] experiences have
been... if you provide the same kind of care for everybody you just become a
robot... you’re never going to provide... a rapport with that person because
they’re just going to see you as this person that comes in, does their job, goes
away... So it’s really important... to have that encouragement and that rapport
to really find how the patient can recover to the best of their ability. (RN32,

Line 115, p.6)

Nurses frequently chose to oblige patients’ and family members’ requests, while
knowing that some essential aspects such as medications could not be overly
delayed for safety reasons. This recognition and accommodation of patient and
family agency acknowledged the role of autonomy as an element of personhood and
rehabilitation. This nurse participant explained the back-and-forth negotiation of
agency to achieve the joint goals of the interaction:

...this morning | had a patient who was due for 8 o’clock meds but he was in

the bed until 10 o’clock. | went there a couple of times, wife was there, she
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said, ‘[He’s] sleeping, don’t bother.” So | [adjusted] to do the medications at 10
when the patient woke up. Because that’s what they want — we [nurses] can’t
force people. It’s their life, but... we can’t leave them [in bed] the full day. We’ll
give them some time, and then we [approach them] ...say ‘you [have] a long

day, you’ve got therapies, you’ve got to get up now.’ (RN15, Line 315, p.14)

When the nurse failed in knowing the person, and using this knowledge to
personalise the rehabilitation environment, this could lead to patient distress. A
patient participant explained a tense interaction, when the nurse did not understand
their needs:
When you are lying in bed, the [lights] are bright, they sting, it actually hurts
your eyes.... most nurses know that | don'’t like the lights because |
complain... | am quite light sensitive... So... | am not always ready for, the
bright lights going on. One of the nurses when | did a wee in the middle of the
night turned on all the lights and I'm like ‘You don’t need to see that much...

It’s not a poo that you are wiping up’. (P6, Line 503, p.22)

Remembering details about a person’s injury and considering this during care
interactions was necessary to promote the person’s comfort during therapeutic
interactions. Patient participant P6 also expressed lack of concordance in The
Dance, when a nurse did not remember important details about their body and care
needs:
There is only one nurse at the moment... | have an... injury on this particular
arm and as you can see | have quite a deep scar and this causes pain just by

being [touched]... Sometimes when she [nurse] rolls me over... she grabs a
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bit too firmly and it actually causes me quite some pain. So | have spoken to
her about it twice and | think she just forgets. | know she’s not doing it on
purpose, she is not trying to hurt me, but she has been a little bit rough... |

don’t like [it]. (P6, Line 52, p.3)

Knowing the person and personalising their care was crucial. Patients might refuse
to participate in therapy if they perceived that nurses were not familiar with their
personal strengths or weaknesses. Nurses who were new to TBI rehabilitation, or
those that were casual or temporary, were perhaps more likely to experience
tensions in The Dance. One nurse participant gave an example of this failure to
know the person and the consequences for their rehabilitation:
...we have one patient... we've learned to use the [communication] board with
him and figure out what he wants. We know him, we know his likes and his
dislikes. If a.. casual or a temporary person came in... it has [happened] in the
past, where the patient has refused to get out of bed... because he was very
upset that the nurse couldn't understand him and... didn't know all the little
details about him, how he likes his legs stretched, what he doesn't like and
how he wants to get up at a particular time and, when he's positioned into the
wheelchair, how he wants to be faced. These are all the little things that you
can't just add all of that into the nursing handover... Really you need to know

this person... or he [won’t] let them do therapy. (RN27, Line 276, p.13)

Nurses were flexible, allowing the patient to direct an interaction when they
perceived an opportunity for patient agency to be safely exercised. This was the

case even when such actions had no clinical rationale but contributed to promoting
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the person’s agency. A nurse participant exemplified this social process that resulted
in low tension:
| was showering someone this morning who has sensitivity in his right foot.
So, he likes to have a (taped) mat to his left foot when he stands. To me that
is a no brainer... You don’t even have to think about it ... for me this is about

personhood... And it is the small things...he was very happy. (RN1, Line 51,

p.3)

There were other examples of nurses allowing patients to take the lead in everyday
elements of life in the rehabilitation unit, representing a gradual transference of
control from the nurses to the person. The actors in this social interaction had the
shared goal of promoting the person’s agency, personhood, and rehabilitation. An EN
participant explained:
We have one patient... who is progressing really well, so | think we’ll come to
a point ... where we give very minimal prompts and we allow him to do what
he needs to do, obviously within boundaries and making sure that he’s as
safe as possible. So sometimes he’ll say, ‘I just want to sit here in the
loungeroom and watch television’, because that’s what he enjoys. So... at the
moment we’re just allowing him... to lead us... | don’t think we need to police
everything... which is great because he’s happy, and... it’s allowing him to

progress in his rehab. (EN29, Line 468, p.20)
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4.5.3 Component 3: Handing over the baton
4.5.3.1 Introduction: Definition of component

The component handing over the baton involved the nurses privileging and
harnessing the agency of the patient as a person, by relinquishing nurse control over
the things that patients could do for themselves. Nurses prioritised the agency of the
patient by finding in-the-moment opportunities to encourage patient participation in
self-care activities, and they promoted personhood by fostering a sense that the
patient was moving towards their new normal. The main outcomes that nurses
working in TBI rehabilitation sought were to get the person ready to go home, get
them as close to normal as possible, help them regain functional capacity, and

maximise their independence within the confines of the person’s ability.

Handing over the baton required high flexibility in the dance steps; nurses were
willing to step in and assist the person with accomplishing tasks, while also
foreseeing how the person might stretch themselves further. This pattern of nurse
agency, which involved both pushing forward and pulling back as required, advanced
patients’ self-reliance and autonomy as they transitioned towards discharge. This
process helped the person to redefine their own sense of personhood. The baton
was also handed over to the paid carers, families, or significant others who would go

on to support patient agency.

The nursing strategies for handing over the baton are categorised under two

distinctively different classifications relating to: (i) the actions of individual nurses;

and (ii) structured organisational practices.
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4.5.3.2 The actions of individual nurses

Individual nursing strategies that were used to hand over the baton included: taking

in-the-moment opportunities to promote self-care; and acknowledging and

addressing discharge anxiety.

4.5.3.2.1 Taking in-the-moment opportunities to promote self-care

Early in a person’s rehabilitation journey, there is a constant process of assessing

the person’s capacities and limitations. At the same time, nurses encourage them to

try new elements of self-care in ways that allow for, and sensitively accommodate,

little ‘failures’. For example, an EN participant explained:
You try and see if they can do it first. Say, if you're undressing them. You say,
‘Oh, do you want to see if you can do it for me ?’ They'll try and then get
flustered, ‘I can't.’ You say, ‘Oh, well, I'll help you.’ So you sort of do it that
way. So you try and help them and say, ‘Okay, I've got your shirt off, how
about your socks, do you want to try and get them off?’ They might get them
off so you [say], ‘Oh ... Wow, you got them off!’ So just sort of praise them up

for what they're doing...” (EN2, Line 345, p.19)

Offering graduated nursing care in the context of the person’s physical capabilities
allowed for the promotion of autonomy, which was a vital aspect of personhood. One
nurse participant clarified this strategic approach for providing rehabilitative care
... and even [when in] the showers... sometimes if they’re able to move the
limbs say, ‘Okay, here is a washer, you wash yourself, and you dry yourself.’
So really involve them in the care and try to maintain their independence.

Because if you always help, they’re not going to improve. (RN15, Line 334,

p.15)
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A nurse participant (RN32) noted that nurses used confidence-building strategies as

a social process to push patients beyond their comfort zone, albeit in ways that felt

emotionally safe for the patient:
If they [patients] take the initiative to complete a task, I'll provide assistance,
but sometimes they do need a little bit of a push because they’re frightened.
And it might be as simple as putting on their own shoes. They've had people
doing it for them so much... they’re like, ‘Oh | can’t do that’ and you're like,
‘actually no, give it a go, I'll help you if you can’t.” So you stand back and let
them do what they can, and you’ll know a point when you need to step in, but
for the most part they can do more than they think... What you realise in this
work is that recovery [from TBI] does require a... push ... and it’s usually [that

patients] just fear that they might fail at the task. (RN32, Line134, p.6)

Patients generally responded well to this gradual handing over of self-care,
particularly when there was flexibility in the dance steps. A patient participant
appreciated how agency was handed back by nurses in seemingly small ways in line
with their current capacities:

... if the nurses put the toothbrush and the toothpaste and the cup there for
me... | can brush my own teeth... | can feed myself... | can almost brush my
hair by myself, but | need to be handed the hairbrush... Sometimes | need
help opening some things. There’s a little plastic fruit cup and | struggle to get
the lid off, but | can feed myself as well... But the nurses are getting out of the
habit of opening it for me... giving me an opportunity too. Sometimes it takes

me a good two minutes, which doesn’t seem like a long time but when you’re
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thirsty two minutes is a long time. So... loosening the water bottle but then

letting me unscrew it and open it. (P6, Line 446-465, p.19-20)

Mostly family members knew that rehabilitation involved letting the person do things
for themselves rather than having others do things for them. In promoting
independence and the perceived ‘normal’ self for the person, nurses encouraged
family members to hand over the baton where possible. A family member described
how they promoted the normal self and a sense of dignity for their brother:
He very much likes to be independent... Sometimes | offer to help him with
something, but he doesn’t want me to help him. Before, he had a bit of trouble
putting his shoes on, but now he’s much better at doing that on his own, so
now ... I'll just tie his laces ... but he’ll put the shoe on himself. Or before I'd
help him get changed... Or going to the toilet... but now ... he wants
independence, so he’ll say, ‘Okay, you don’t need to help me.’ ... Because he
wants to function on the outside... push himself to be independent. (F8, Line

27, p. 2)

One patients’ wife expressed being happy when decision-making actors gave a
number of options for activities that might engage her husband, and when they
privileged his agency if he did not wish to engage. However, the wife did
acknowledge that they would sometimes have preferred the patient’s agency to be
further challenged to aid the attainment of rehabilitation goals:
... they’re doing one thing and he goes... ‘I don’t want to play cards’, ‘Okay,
we’ll go on the bike.” ‘| don’t want to do that.” They have more than one option

for him. And then, if he keeps refusing all of them, they say, ‘Okay, we’ll leave
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it for today.’ Because he’s never forced into doing something; he’s always

asked... I'm really happy.. And | say [to the staff], ‘Sometimes you might have
to push him a bit harder’... | always say, ‘[Peter(pseudonym)], you have to do
it. You’re not going to get better if you do don’t do it.’ But if he doesn’t want to

do it, you can’t make him. (F12, Line 248, p.12)

Nurses found ways to incorporate work towards the important rehabilitation goal of
independent mobility into the person’s day. One patient participant explained that the
“[nurses] make me walk to my appointments by myself’ (P14, Line 36, p.2). During
the promotion of independent mobility, patients were closely observed by various
decision-making actors who were ready to intervene in case the person experienced
difficulty. Another patient participant explained:

| wear the belt [when walking independently]. If | fall or I'm about to fall, my

companion, be it nurses or anyone else, can grab hold of that belt and stop

that from happening...l like it ... because it makes you safer. (P16, Line 80,

p-5)

4.5.3.2.2 Acknowledging and addressing discharge anxiety

As the moment for discharge from rehabilitation approached, some patients became
anxious about leaving the rehabilitation unit because they anticipated what awaited
them in the community upon discharge. Nurses were pivotal in initiating timely
interventions from relevant dance partners and mitigating anxiety. A nurse participant
explained:

Some patients can become very fearful about what’s going to happen... ‘How

am | going to cope?’ And that may present in different ways. Anxiety -
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sometimes we see patients blowing up from time-to-time, and that can
create... on-the-spot tension. But usually when you get to the root problem
and problem solve, or you bring in supports from allied health or whoever’s
involved with the discharge, those things become less anxiety-provoking or
fearsome, and patients tend to recover from that pretty quickly. And we’re a
pretty tough species, us nurses. We don'’t bruise too easily. (RN10, Line 469,

p.20)

Sometime anxiety about discharge led to delays in discharge as the patient and

family members tried to grasp the ‘shock’ of having to face the outside world without

the input of dance partners that they had been used to seeing in rehabilitation. A

nurse participant exemplified this type of tension:

| think it [anxiety] happens because ... sometimes even though they want to
be discharged, at the same time they feel like they’re not ready to be
discharged... they’re going to meet different people from care agencies... It's
confronting and scary... Sometimes they tend to create a problem so they can

delay their discharge... It makes it a bit tricky. (RN11, Line 209, p.9)

The family members could also feel emotionally unprepared for discharge if the

concordance between clinicians’ and the family dance partners’ expectations were

out-of-step. One nurse participant attributed the family members’ reluctance to

accept the handing over of the baton to their continuing grief for the loss of the

person’s agency or autonomy as a consequence of the TBI:

Maybe sometimes the family is not happy when the patients get discharged

too early, because | guess the family is not ready emotionally and physically...
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They’ve still got a lot of expectations, but then the patient’s been here for so
long, and the prognosis and the outcome, it’s not changed. The family might
not be able to accept that. They're still grieving. Sometimes, we get the family
to speak to psychologists or a social worker... to accept that this is what it is...
They have to go, somehow. And they can still have therapies in the

community. It’s not the end. (RN12, Line 454, p.20)

Another nurse participant used skilled therapeutic conversation to prepare people for

the discharge environment:

| always say, ‘| know it's never going to be the same when you go home, you’ll
feel like you’re by yourself. It’'s not going to be smooth sailing, it's going to be
a lot of adjustment. Everything’s going to be new, especially if you’re here for
a long time’... They might have sleepless nights for the first week or two... a
lot of adjustment, but they just have to remember that it’s not going to be
permanent. They will find their way again eventually, ... build a relationship
with their new carers and be more comfortable... | usually say, ‘It’s not going

to be easy, but eventually you get there.” (RN11, Line 241, p.11)

4.5.3.3 Structured organisational practices

Social processes that nurses use when handing over the baton were often framed by
structured organisational practices. These included: engaging substitute decision
makers; enabling care transitions through structured organisational practices;
structured training programs for patients, family members and professional carers;

structured training for the patient; and discharge planning structures.
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While working within structured organisational practices, nurses sought and danced
with the agency of other dance partners as they handed over the baton. The
person’s return to the social world at times necessitated modifications to their home
environments to facilitate ease of mobility and performance of ADLs. The major
dance partners in this process were iCare and the National Disability Insurance
Scheme (NDIS) — government bodies that provide financial facilitation for people with
disability to enable necessary and reasonable supports that align with their personal

goals.

4.5.3.3.1 Engaging substitute decision-makers

Some nurses with recognised organisational authority met formally with other
members of the multidisciplinary team, patients and family members. They worked
collaboratively to enhance the personhood of the person through the transfer of
agency. Decision-making actors, such as carers or their next of kin, were particularly
important in these social interactions when the person did not have capacity for
decision-making. RN27 provided an example:
We do have... MDT [multi-disciplinary team] meetings, follow-up progress
meetings, where the family member is heavily involved with decision-making.
We're collaborating with them all... But if the person can make decisions
themselves, we try to encourage [their input] to see what they want... and
inform the carer, because it's about the person... we try to empower the
patient... But if the sole decision-making sits with the next-of-kin... of course

we empower them. (RN27, Line 63, p.3)
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The personhood of patients was affected when they did not have family members
available to make decisions for them during discharge from rehabilitation. Elements
of personhood, such as personal preferences, cultural needs, or choices may not
have been adequately accommodated. RN25 explained the difficulty of promoting
personhood under these circumstances:
It does affect their personhood because they cannot make the decision for
themselves, and they have no one who can make the decision on their behalf.
The care that they get... might not be what they want it to be and their...
cultural needs might not be [taken into perspective]... [personal care] might

not meet their preferences or choices. (RN25, Line 270, p. 13)

Decision-making for patients who lacked the capacity to exercise their own agency
required dancing with many partners. The multiplicity of dance partners included
nursing, medical, and allied health partners, and family members. Many dance
partners were engaged to ensure that the best-fit decisions were made in a way that
privileged the patient’s best interests. One nurse participant elaborated upon this
form of handing over the baton when the extent of residual TBI related incapacity
was high, and they seemed to acknowledge the inevitable attenuation of
personhood:
Because being in brain injury... rehab, not everyone... goes back to that
capacity of making decisions for themselves. So, there is always a family
member or a public guardian having to make decisions for them. They're
incorporated in the decision, but there's so little that they can input for

themselves. Because some of them go home... still [severely impacted by]
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traumatic brain injury. They can’t really say much or put any input [in personal

decision-making]... (RN28, Line 185, 9.8)

Family members appreciated the opportunity to participate in a multidisciplinary team
meeting because this gave them access to the rationale for care, provided an update
on the person’s progress, and provided a forum in which they could ask questions
about their loved one’s rehabilitation. This then informed the family’s decision-
making. One family participant explained the benefit of such meetings (although, in
this instance, there was only one meeting, which limited the opportunities for
meaningful interactions):
...we had the meeting with all the team members who look after him, and the
doctors, nurse, and everybody tell what they have done to look after Tim
[pseudonym of person with TBI] from [their] different perspective... That
meeting’s really good because we can ask our question and we can
understand what they’re doing now, what stage Tim is in... But unfortunately,
there’s only one meeting... If they can do [weekly or two-weekly] meetings
that would be... a very good way for [us to] understand... the future plan for

him...Tim can also ask questions. (F1, Line 288, p.13)

4.5.3.3.2 Enabling care transitions through structured organisational practices

Facilitating home stays

One strategy of handing over the baton was using institutional protocols that granted
patients planned periods away from the rehabilitation environment. These periods
promoted a sense of return to the ‘normal lived world’ for the person. Families
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reported varying outcomes when patients had time away from rehabilitation for home

stay or visits. Positive outcomes were associated with a smooth transition from

rehabilitation. RN33 explained:
It depended on how the gate pass [period away from rehabilitation] went.
Sometimes it doesn’t go to plan, but... usually the family members are also
very happy that they [patient and family] were able to go home and to be
surrounded by people they love. They [family members] always give us a little
handover of how things went and... usually they’re very supportive and happy
about sending them [the patient] home again, and they’re very excited for the

next [home visit]. (RN33, Line 634, p.27)

The brief breaks from rehabilitation routines allowed for connection with loved ones
which uplifted patient spirits and enhanced their drive to participate in activities. The
breaks seemed to provide more meaning to the rehabilitation tasks because the
person with TBI then understood that these tasks would bring them closer to
discharge. Consequently, they seemed to become more engaged in social
interactions about their care:
One person that I'm talking about... goes [on a home stay] with all the
equipment. | find that they’re so much more alert... because they did have this
break from just routine, routine, routine, and seeing strangers’ faces. When
they go home they’d be surrounded by their kids, their partners, their aunties
and uncles, parents, whatever... when they come back to us, they’re so much
more ready to engage, and | feel like it gives them a reason to keep pushing.

(RN33, Line 624, p.27)
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The change in the setting of care from rehabilitation unit to home increased the
complexity of The Dance because people had to adjust to their environment, their
greater independence and the different ways of doing things at home. Nurses
danced with the agency of patients and their families as they navigated the safe
relinquishing of agency, while maintaining the continuity of rehabilitation within a
collaborative partnership. Nurses facilitated home stays for patients by making
essential equipment available (e.g., medical supplies, devices that aid feeding, and
personal care supplies) that could safely support periodic or weekends living away
from the rehabilitation unit. One nurse participant described the role that nurses
played in handing over the baton to prepare patients and families for home stays:
We have ranges of patients who are walking and talking, they’re alert but
they’re confused. They’re able to do everything themselves, and the family
are trained, and so we just send them home with whatever they need. It could
just be small things, like...mildly thickened fluid... Or sometimes we also have
patients who have been for years and it could just be waiting on financial stuff,
or a certain company to support them to go home. We give them a gate pass
[permission for temporary leave], and we give them all our equipment. They
could have a hoist at home already, and we give them [incontinence] pads,
blueys [waterproof sheets]... everything that they need for the patient to...
enjoy some time at home. To be in their normal environment. (RN33, Line

600, p.27)

Facilitating transitional living
Another form of handing over the baton occurred during the transition in living
arrangements. Such transitions occurred, for example, when patients moved from
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the inpatient rehabilitation unit to a transitional living unit in preparation for full
discharge. Transition to a minimal supervision environment provided an avenue for
many dance partners to work with the person to get them to their fullest potential for
independent living. A family participant described this strategy:
They told me that after Christmas... they plan to send him to the transitional
living unit... and then it's home after that... from what | hear they basically try
and get them to be more independent at home, like... cooking for themselves,

learn to... do things on their own at home. (F8, Line 171, p.8)

4.5.3.3.3 Structured training programs for patients, family and professional carers

Nurses’ Dance with Agency included training (teaching or educating) patients,
families and carers how to perform various aspects of care during the process of
handing over the baton. This initiative was both organisational and individually nurse
directed. A major nursing role involved imparting practical tips that the person could
use to live safely away from rehabilitation. This role was more prominent when the

person was getting closer to being discharged from rehabilitation.

Structured training for the patient
As the person’s discharge from rehabilitation approached, nurses trained them to be
vigilant about their environment and any safety issues that they may encounter upon
discharge from the rehabilitation setting:
[We train patients] how to survey the environment for risk. These are some of
the things you might see in your bathroom. If you see a wet floor, maybe get a

loved one to come and dry it for you before you go in... You’re constantly
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looking at providing learning opportunities between the clinical setting and

what might be encountered in the home setting. (RN10, Line 343, p.15)

Further instances of training as a medium of handing over the baton were present
when nurses aimed to rebuild the person’s ways of living within the community.
Handing over the baton was shaped through a formal organisational social process,
whereby nurses would take the person out of the rehabilitation unit to see, and re-

experience, normal living in the community. A family participant explained:

Nurses help Bob [pseudonym] in some stages. For example, the nurse takes
him [shopping]. We understand the purpose for [shopping] is to help him get
back to normal life, it’s not for buying things. So the nurse asks him,
‘Whatever you like you buy’, and tell him how to shop. That’s ... teaching him

how... [to get] back to normal life. (F1, Line 197, p. 9)

Nurses provided structured patient education on medication safety to gradually hand
over the baton to patients. The number of dance partners was high because different
people were engaged to develop a practical routine to assist the person’s transition
from being reliant on nurses to being autonomous with making decisions about
medications. A nurse participant explained:
We might do a trial for the patient to ask for their medications, instead of us
going to the patient, to see if they can independently remember what time and
what medications they have. We make a little chart and we do it for a week
and they come to the nurses station and say, 'I'm due for my medications

now', so we tick that they’ve attended. That means that they can
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independently administer their own medications or remember when they need

to take their medications from a Webster pack. (RN27, Line 366, p. 16)

Structured training for the family

A nurse participant explained the medication training given to the family when
patients had impaired cognition:
[If] the patient is cognitively impaired and they’re on insulin... we liaise with
the diabetes educator from the hospital. We train the patient and the family
member who [then] takes [on] the responsibility [to facilitate safe medication].
If the family member is not there to look after [the patient’s medication needs],

... we organise a community nurse to come. (RN26, Line 479, p.21)

Nurses also offered training in other aspects of care for family members in
preparation for patient discharge. In one instance, training in how to care for a
person with a tracheostomy upon discharge ensured that handing over the baton

was safe:

If someone has a tracheostomy... we provide training ... on how to suction,
any complications. For showering, cover the trachy with the trachy guard.
How to do the dressings. That’s with the supervision of a nurse. We're just
observing and then the family members are hands on so they can get
practice, and they can feel safe in managing the tracheotomy. (RN27, Line

339, p.16)
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Structured training for professional carers
Nurses described the various types, formats, and time periods of professional carer
training informed by the expertise of other clinical dance partners with a desired
outcome of safety. A nurse participant described how training for carers was
structured at her facility:
We'll do a full-day training [for carers]... We have a carer training booklet that
we provide... [it has] all the information... | don’t think anyone should be
looking after someone that they have no idea on how to care for. It’s for the

carer’s safety and the patient’s safety. (RN11, Line 79, p.4)

The training was staged and integrated with home visits, as another nurse participant

explained:

[After] a theoretical session... a practical session [and] two or three weeks of
buddy shifts, then... like weekend leave... with carers. Then extended leave
for four days, five days. And the family is happy and then we select an official

discharge date, and discharge the patient. (RN26, Line 255, p. 11)

Training for carers also included learning strategies for safe medication and the
maintenance of physiological integrity. This training was also informed by many allied
health dance partners and was integral to handing over the baton. As RN11
explained:
Some people could be nil by mouth, so we tell them that medication needs to
be crushed, it has to go through the PEG. And some people do take it orally,
but then can’t take a whole tablet, so we have to cut them in half... And

depending on the recommendations from the speech [therapists] what [level
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of thickened] fluid to [use]... Pressure area care, especially for those ones
who are minimally conscious... So [during carer training] we definitely highlight
[the need for] ... frequent turning and... skin checks [assessment]. (RN 11,

Line 79, p.4)

4.5.3.3.4 Discharge planning structures

Nurses were crucial dance partners because they contributed to informing various
facets of the patient’s care needs. When nurses knew the person well, they were

better positioned to provide an expert opinion to inform handing over the baton.

Meetings were held with many decision-making actors to plan for discharge and the

number of dance partners engaged depended upon the person’s functional status.

Allied health were the dominant profession in this dance. RN27 explained:
A lot of it [discharge planning] is done by myself [RN role title] and [another
role title]... we have an input about nursing care needs, and what
consumables they need... Allied health does most of the assessments and the
paperwork... [nurses do] the care needs assessment. We have a functional
independent measure that we use to determine the burden of care in every
aspect, so social, memory, continence, mobility, feeding, planning and things
like that. And there are components that are nursing-related which would be
all the nursing stuff, toileting, showering, feeding... how much assistance do
they need with that. And then we would provide feedback to the MDT and
then they will ask us to fill in the part that's relevant to us in the care needs

assessment, whether it's for NDIS or for lifetime care for the insurance, for the
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provider... that's how they determine how much funding can be provided for

the patient. (RN27, Line 335, p.15)

One family participant explained their experience of the multi-service input to support
safe discharge. Liaising with many decision-making actors took a long time and was,
at times, daunting for families. However, family participants appeared to appreciate
the structure and length of the planning phase and their involvement in it, to support
discharge readiness. F7 explained:
We had a meeting with the medical team and the doctors... looking at
potential discharge planning. Jake [pseudonym] will likely need 24-hour care,
so we’'ve already started looking at providers for that through iCare and also
providing the OTs with floor plans of the house so they can start preparing for
home modifications that may be required. | know some people would be
daunted by that, but | know how long things take to get organised and it’s not
through anyone’s fault, it’s just because you're relying on external people. |
actually feel glad that the ball has already started rolling with that. (F7, Line

412, p.18)

Sometimes the role reversal could feel overwhelming when family members took
over life administration tasks that the patient could not accomplish for themselves
due to the impacts of TBI. There was little opportunity to avoid handing over the
baton in this way to the family, given the person’s impending discharge. This family
participant explained:
It’s me [patient’s daughter] and my sister at the moment. My mum doesn’t
really know about all... the paperwork and the bills and the banks... | was
holding his phone as well, so I've taken on that role, just navigating all the
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phone calls, and his friends and his work and just all the house stuff, all the
CTP stuff, all the iCare stuff, it’s all going through me. So | feel like I've taken

on the parent role. (F5, Line 390, p.17)

Nurses and medical and allied health professionals collaborated with many external
decision-making actors to set up arrangements for funded care packages. RN7
outlined this collaboration:
So we use... NDIS and iCare, iCare also funds therapy... We also use
ComPacks... Community Packages - which is a six-week package, [where]
people will come and just help them do shopping, or... housework... For
therapy, a community brain injury rehabilitation team will pick it. So that’s
where that fits... We just liaise and fill out the forms. And again, this thing

starts months before discharge, for some patients. (RN7, Line 33, p.2)

4.5.3.4 Celebrating handing over the baton

Accomplishing total handover of the baton marked a major achievement for the
person with TBI and all the decision-making actors. At one facility, the decision-
making actors performed an informal celebratory ritual to mark the discharge of
patients from rehabilitation. This ritual, which brought joy to patients, significant
others and staff, involved the person’s supporters lining up and cheering on people

who had reached the point of discharge. One nurse participant described this ritual:

We do a big [ritual cerebration]... we have a big trail and we have all the allied
health line up and we clap them [patients] out. We really engage in that... we
just have a good laugh with them [patient and family members] and we talk

about their experience on the ward... We kind of reflect on things that
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happened. It's really good... | look forward to those times. And we reflect and
‘do you remember when | first started and this is where you were?... so | think
it is really important. So... we cheer them. Yeah. We celebrate! (RN23, Line

563, p.25)

4.5.4Contextual factors that influence Dancing with Agency
4.5.4.1 Introduction: Definition of contextual factors

Blumer (1962) notes that individual agency can persist during social interactions,
despite structural factors. However, in Grounded Theory studies, contextual factors
are conditions that explain why a social process operates in a particular way
(Charmaz, 2025; Strauss & Corbin, 2008) and can incorporate structural elements
such as workforce issues, power, hierarchy and resources. In this section, | explore
some key contextual factors that influenced the basic social process of Dancing with

Agency.

4.5.4.2 Rigid and ineffective team practices
4.5.4.2.1 Rigidity of the decision-making actors
The importance of flexibility of the dance steps has been highlighted throughout the

process of nurses’ Dancing with Agency. However, nurses frequently experienced
rigidity among decision-making actors that impeded the accomplishment of shared
rehabilitation goals. Diverse rules and protocols constrained the nurses’ choices
about their nursing practice. Nurses were faced with multiple formalities that they
had to work within or conform to. These formalities comprised guidelines,
specifications, directives, policies, rules, regulations, and local practices and

traditions that shaped how patient care was delivered.
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Organisations and their guiding documents were important acting units in
rehabilitation care. When encountering organisational structures, and decision-
making actors of higher authority, nurses prioritised their own scope of practice, the
authority of policies, and their position in the clinical or organisational hierarchy, and
aimed to work within this confined space of limited agency. The nurses’ acceptance
of organisational rigidity was further supported when the position of these perceived
higher authorities made clinical and moral sense or framed decisions in the context
of risk reduction. Adding to this context, the health system is hierarchical and aspects
of rehabilitation administered by nurses were commonly prescribed by other

decision-making actors.

Nurse agency was deferred to decision-making actors from other disciplines when
aspects of patient care relied on equipment or devices that only allied health and
medical staff had expert technical knowledge about, or the authority to prescribe.
Sometimes, nurses described their uncomfortable compliance with allied health
guidelines when there was a tension between safety and inclusiveness. For
example, at one site, family members’ involvement in patient care was curtailed by
allied health guidelines. Nurses were required to negotiate dynamic guideline
changes and communicating these, along with their rationale, to family members
who wanted to participate in their loved one’s care. This rigidity, rationalised as
safety, was described by a nurse participant:

... there are very strict guidelines that our allied health have put in place in

regard to involving families, and families are only allowed to be involved in

transfers or mobilising patients if they’ve been trained and assessed by both

the OT [Occupational Therapists] and the physiotherapists. So even if the
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family are willing to, if they haven’t been trained, we [nurses] let them know
that unfortunately that has to be... cleared by the medical team and the allied

health team. (EN29, Line 92, p.4).

In navigating these rigid guidelines, nurses often struggled to validate, critique,
update, and implement, patient-specific rehabilitation guidelines produced by allied
health team members in ways that responded to dynamic patient conditions and the
promotion of personhood. These guidelines were reported to be very influential at
one research site and had to be strictly adhered to. Nurses described feeling that
allied health prescriptions hindered their provision of personalised care. The rigidity
in these prescribed allied health guidelines impeded the ability of nurses to utilise
their agency in ways that supported agile clinical judgement, such as when a
person’s condition fluctuated or their capacity to do something changed. Nurses
described several instances when their clinical judgement was out-of-step with allied
health prescriptions and what was practically best suited for the person’s care needs.
A nurse participant described the impact of this rigidity on their clinical judgement
when aiming to promote personhood:
I think this is the one ward where I've seen that therapists run the show ...
What is challenging is when we hand over something that doesn’t get taken
seriously or just because one... senior person hasn’t seen it but five other
nursing staff have seen it, sometimes things don’t get upgraded as fast as we
want... Because we are there twenty-four seven, we see patients not follow
certain guidelines or we see them actually being able to do more than what
the guidelines say. We want to promote that, but then we also have to get

everything approved, which is tough.... So we know what [patients] want, we
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know their needs, but then we get in trouble if we do it ourselves... not being
able to practice with our clinical judgment... It’s a very controlled environment
here, very strict guidelines... that also affects personhood... If [patients]
communicate something to us and then, we’re like, ‘We have to wait for them
to review it,’ the patient’s... get a bit upset... It just affects everything ... it'’s
very, very strict and guidelines-focused, and a lot of the time our clinical

judgment is overruled. (RN33, Line 289, p.13)

A nurse participant from a more flexible unit explained their confidence in questioning

an approach that was no longer fit for purpose and in initiating a conversation about

the need to change the plan of care. When asked about guidelines in their unit, they

explained:

| think [guidelines] create more restrictions, to be honest... just taking the
example of splints, your patient’s clearly uncomfortable, they’re not sleeping —
we know sleep and hygiene are important issues. They’re in pain, they’re
causing distress, and they’ve said that they have to be on for four hours. So,
you’ve given pain relief, your patient’s still in distress. What do you do? You
take it off and ask them (physiotherapist] to revise the timing. So... it has to be

collaborative. (RN10, Line 293, p.13)

The Dance with Agency was difficult when nursing advice was ignored despite

nursing knowledge and experience exceeding that of an allied health team member.

Here, allied health members were leading the interaction, the nurse was resisting the

action, and shared goals of rehabilitation were compromised. This was seen as

critical when patient safety or patient personhood was at stake. RN27 explained:
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At the moment, we have very junior allied team, like let's say the occupational
therapists. They're not very experienced in this kind of specialised unit... And
because we've been here, some of us, for a very long time... sometimes there
is friction because things are not getting done by the junior occupational
therapists and we know that it can be done. And it becomes very frustrating
for the nursing staff when the patient has to lay in bed for five days because
they don't have a wheelchair because it hasn't been set up for them. Or when
they do an assessment and they say, 'This patient doesn't need a pin-
activated seatbelt or a seatbelt to keep them positioned in their chair, they will
be fine'. And | keep saying 'no, they need it for safety’ and then the next
minute you know the patient's had a fall and we have to do the post-fall
management and brain CT ... the patient could have had a serious injury. So,
there can be friction and conflict because everyone's opinion should be taken,

especially from experienced people. (RN27, Line 166, p.8)

EN24 lamented the rigid guidelines that reduced the nurses’ abilities to prioritise
human connection over clinical tasks and their potentially negative implications for
the promotion of patient personhood:
Following these guidelines limits our ability and our interactions with the
patient. We have to do certain things for them and... for other patients... that
take priority over communication. So there will be days where | wouldn’t be
able to talk to John or Peter or Tracey or Ryan [patient pseudonyms], because
I'll have to follow the guidelines, I'll have to make sure that these things are

done, because that’s what the guidelines are. (EN24, Line 267, p.13)
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There were perceived consequences for nurses not following allied health
guidelines. A nurse participant explained this unequal power relationship with allied
health staff, and the level of intimidation encountered by nurses who did concede to
this power:

There are consequences... if allied health see you as doing something that’s

not in the guidelines. For example, I'm using the wrong shower chair.

They don’t come to us and tell us. They go to the... manager, and tell

them that we are not following the guidelines. (RN35, Line 324, p.15)

The inflexibility of guideline-directed care led some nurses to activate their own
critical thinking to ‘skirt’ rigid allied health guidelines so they could provide care that
promoted personhood. Some nurses privileged patient preferences when allied
health prescriptions seemed contradictory to a patient’s best interests and
constructions of personhood. EN29 explained: “so, it's almost like we have to
secretly do what our patients like to do, and we just let them because what else can

you give your patients?” (EN29, Line 294, p.13)

Nurses often used informal and creative approaches to bend the rules for some
interventions, while sticking tightly to rigid allied health prescriptions for aspects that
were critical for safe patient care delivery. RN35 explained how they adjusted their
responses to the rigid guidelines to preserve personhood:
For example, I'm showering a patient and OT have said, ‘Wash the patient’s
face for the patient.” But | have a young girl that I’'m showering who’s my age

and she has a specific face wash and, yeah, she struggles with her

221



coordination but for me, instead of doing it for her, | hold under her hand...
with my palm, put [the cleanser] on there, and then | help her do it. Which isn’t
[in the] guide, which | would get told off for... They would say, ‘Don’t do that.’
But she has a specific way she wants to do it so | help herdo it ... | don’t
really mess with the transfers because that’s quite important but with some

things, yes. (RN35, Line 328, p.14)

When communication and teamwork was not well implemented, differences in
practice between dance partners became obvious to patients and families. These
differences in practice could be perceived as nurse incompetence. A nurse
participant described how nurses might use strategies for patient transfers that
diverged from prescribed care. These strategies were informed by the nurse’s clinical
judgement in the context of the patient’s and their own physical capacities:
Sometimes the patients do very well with the transfers with the physio, but
when they have to do it with the nursing staff they don't do well. They could be
tired. Maybe they've had these transfers all day and then when they have to
do it with afternoon-shift nurses, well some of the nurses are not strong
enough, they're shorter, or little, petite, and it doesn't work for them... They
find it very difficult so they use two staff or they might need to use a lifter. That
can cause conflict with the carer and the patient... because it makes it look
like the nurses are not following the physio guidelines, like the nurses are
letting the patients go backwards instead of improving, but actually that's not

the case. (RN27, Line 218, p.10)

222



4.5.4.2.2 Ineffective communication and teamwork

In working with multiple and demanding decision-making actors, nurses found that
effective care that addressed personhood could be achieved when there were
effective processes for communication and teamwork. Several nurse participants
spoke to the importance of communication and collaboration with allied health
decision-making actors in not only reducing the complexity of the competing
agencies, but also in facilitating the direction and effectiveness of their nursing

practice.

The need for effective communication between nurses and allied health was
amplified by the separation of disciplinary space and time. RN14 described how
patient care time was fragmented between time for nursing care, and time for allied
health care. The importance of communication arose when people working in
particular specialties saw the patient doing different things, or the same things under
different circumstances, and perhaps through their different professional lens. While
this might seem to increase the complexity within professional relationships the
complexity was reduced when multiple two-way communication strategies were
used:
We [nurses) make sure we have a lot of communication with the Allied Health
team, because... we are interacting personally with the patient... quite
frequently, but the Allied Health team have also their time away from us. They
take the patient to the gym... or they take the patient to outings. They go to
different areas. So, we have to both be able to communicate to each other
any changes, any needs for the patient ... we have a whiteboard for our

patients right above their bed, and that is labelled with dates and any
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changes. But if any changes do happen, they [allied health] always come to
the nurse, and they let them know personally... there’s a form of handover via
documentation and verbal handover. So, we’re always up to date. (RN14,

Line 45, p.2).

Nurses acted as a pivotal source of information about what was going on within the
person’s rehabilitation world and worked in close proximity to family members.
However, there was a perceived distance between other allied decision-making
actors and family members. Family members were, in some ways, an extension of
the patient as a person and they craved meaningful interactions with the TBI
rehabilitation care team. However, family participants described frustration with the
lack of regular interactive communication from the medical and allied health

decision-making actors in TBI rehabilitation.

Family members considered that the 24-hour availability of nurses meant that they
were better placed as sources of information than the medical and allied health
decision-making actors who only joined The Dance intermittently. A family participant
recognised the relative exclusion of nurses from team communication:
| just feel they need to talk to each other... doctors, speech pathologists,
dietitians, they have to communicate more with the nurses... The doctor
comes in and sees them for maybe 10 - 20 minutes a week. The nurses are
spending a whole shift, five days maybe, with this patient. The nurses know
much more... A dietitian is not even on this floor; she’ll come in, ‘Oh yes, I've
read this on the notes.” She hasn’t observed this person like a nurse has

done... Like, [Tony(pseudonym)] was vomiting at one stage and it was
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because the feed was too heavy for him. The nurses were witnessing that
every time. The dietitian would come and he didn’t vomit in front of them: ‘Oh

no, he’s fine on this feed.’ (F12, Line 360, p.16)

This issue of inadequacy in handover indicated that nurses and allied health
decision-making actors were, at times, not aligned. Handover was a key time-point
point in the communication strategy. In one instance, transfer of the person from
another facility to the rehabilitation unit was identified by a family member as a
hazardous time that needed careful attention to team handover: “[the pressure injury]
popped up on the second day. Initially... | don't think she [daughter] had an air
mattress... there’s definitely something missing when handover happens” (F10, Line

222, p. 10).

Another family member explained their frustration with change in a device set-up that

was not handed over or understood by the nursing staff:
[Nurses should] check when they change shifts, read the details, because
[patients conditions and care] change. You might have looked after him last
week, you’ve been off for a couple of days, you come back, it’s a little bit
different. I've had trouble with the [chair] headrest... We spent four hours with
a tech guy stripping the chair, putting it to get a better headrest. He leaves,
the nurses come in to put him to bed, they just undone the thing and bent the
headrest out of the way. We’d spent four hours [fixing the head rest with the

Physio]. | went off my head! (F7, Line 305, p.14).
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Communication also occurred through the structure of the multi-disciplinary team
meeting. These meetings seemed to be influenced by power and hierarchy; actors
were often out-of-step with each other, inviting the input of some and excluding
others which hindered shared goals. A nurse participant explained:
| think what's difficult is maintaining effective communication in the framework.
Each section of the MDT has their own part to play, their own mini agenda
within that journey to achieving that [patient’s] goal and while best efforts are
made to work in unison, that concept doesn't always work... Nursing tends to
be on the outside. It would be easier if nurses were a bit more proactive in
going to the MDT [so that] ... the plan gets adjusted. At times there is an ‘us
and them’ kind of thing... It's allied health versus nursing and never the twain
shall meet and it just leads to complaining... and | don't see that as

constructive. It doesn't benefit the patients. (EN9, Line 243, p.10)

Another nurse participant concurred:
In previous wards I've worked in... everyone works together. Nurses and
allied health talk 24/7 about what we need to do. Here... it’s separate...
you’ve got nurses and you’ve got allied health, which | think is... definitely
something that needs to be improved here... It can make it really difficult for

nursing staff to ... care for the patient. (RN35, Line 214, p.10)

A nurse from a unit with more flexible guidelines also described an interdisciplinary
divide: “that's what sometimes gets nurses upset... | wish there wasn't such a divide.
It's more the allied health than the nurses because the nurses try to do everything”

(EN13, Line 235, p.11). This poor relationship management between nursing and
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allied health staff, and the unnecessary rigidity, led to one nurse participant
questioning their own clinical judgement and value to the team: “| feel like my
suggestions aren’t appreciated sometimes. Or maybe my suggestions are wrong, |

don’t know” (RN36, Line 268, p.12).

When allied health failed to communicate key aspects of patient care to nurses, the
complexity of managing multiple decision-making actors increased and high
relationship tension arose. In one setting, more senior nursing decision-making
actors were integral in intervening when high tension threatened teamwork. One
nurse participant illustrated these tense situations between nurses and allied health
as partner decision-making actors:
So, for us, the challenge is communication... allied health can implement
care, but that doesn’t necessarily mean the nursing staff are going to agree
with their perspective.... So... that's when we all come together and say, from
a nursing point of view, what we think. At the moment we’ve got a really
difficult patient to transfer. The equipment is wrong, it’s not good for the
nurses, but the [allied health team have] already implemented it from their
point of view. We’re asking them to come together then as a team, come and
show us what you think we should be doing, and we will show you what we

think is not right... So, [it requires] teamwork. (RN28, Line 113, p.5)

4.5.4.3 Restrictive environment and practice

The three brain injury rehabilitation units involved in this study were designed as
locked environments, and nurse and patient participants acknowledged the negative

impact of these controls on a person’s sense of autonomy and wellbeing. While the
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rationale for the locked environment was to promote patient safety, it presented as a
form of power over the patient, and at times, all actors. Without nursing, family, or
carer supervision, some people with cognitive impairment were at risk of falling, or of

becoming disoriented and not finding their way back to the unit.

Nurse participants from every study site reported patients describing the design of
the locked TBI care environment as prison-like. This mode of containment
manifested a form of restraint. A nurse participant commented that “they [patients]
tend to think that we're a prison because everything’s locked up. Even the front door

is locked so they can’t freely move about” (RN32, Line 551, p.24).

This restrictive environment impacted negatively on the person with TBI's sense of
autonomy, which is an important element of personhood, regardless of their cognitive
capacity. Patient participant, P2 explained:
Not being able to go anywhere. You're basically stuck inside the walls... |
can't... get out of bed and just walk from one place to another. They don't let
you. You've got to go with a nurse in case you fall over. There's no going out

and getting away from the place or catching up with friends. (P2, Line 138,

p-8)

A young female patient participant explained their fear of being locked in with
patients with cognitive impairment, particularly when they felt unable to control who
entered their personal space:

| feel really negative [about rehabilitation]. | asked the nurse three times if |

can change the room, because I’'m scared... of the patients mainly, but | just
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don't like to be in the [locked] brain injury unit, seeing those people around.
And they’re not even conscious, and sometimes, they just can randomly walk

by and look into the room. It freaks me out. (P8, Line312, p.15)

The use of physical restraints in TBI rehabilitation limited the flexibility of the dance
steps for both clinicians and patients due to the power of organisational actors. The
primary factors influencing the use of restraints were: clinical risks present for the
particular patient that triggered fears for safety; limited organisational resources; and
local unit practices. The legal and state policy framework, which is a scripted
directive, promoted the principle of least restrictive practice because a person has
rights to autonomy even in high-risk situations. This policy framework increased the
tension in The Dance as nurses sought to balance the safety of all dance partners
with this legal requirement. Under certain circumstances, the nurses were able to
more easily rationalise the use of restraints and therefore contain their own moral
injury. These circumstances included: when the clinical rationale for restrictions was
explicit; when the level of restrictions (restraint or seclusion) was matched to the
level of risk; when there was medical and psychiatric review of the restraint order;
and when the family members were engaged in discussions about the rationale and

plan for restraint use and cessation.

Nurses believed that there were risks of unsafe expression of patient agency
because the cognitive impairment of some patients with TBI affected their
judgement, insight, and impulsivity. While the person may be using their agency in

ways that made sense to them, a nurse could perceive their behaviour as creating
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unacceptable risks to the person themselves, to other patients, to families, and other
staff. This perceived unsafe exertion of patient agency led to frequent use of
restrictive practices and devices by nurses, consequently attenuating agency and
personhood for patients. Nurses used restrictive practices for ‘at-risk’ patients when
they prioritised physiological safety (protecting the body of the person) over
personhood. A nurse participant explained this approach to protecting the body of the
person:
So when it comes to restraints, we either use safety vests, or mittens and
wrist restraints, and usually we apply them to patients who ... are more
impulsive...and to patients who are very high falls risk... We don’t have
enough staffing anyway to have one-on-one care for those patients so that’s
why we apply the restraints ... mainly just to prevent falls... especially if we

feel like we can’t be there constantly to watch them closely. (EN29, Line 183,

p.8)

Opportunities for patients to enact their agency were reduced at times when the level
of staffing was inadequate for protecting the body of the person. Nurses’ inability to
accommodate 24/7 patient observation was cited as another reason to limit patient
agency through the use of restraints. Use of restraints reduced patient autonomy,
compromised nursing care, and threatened personhood. In some situations, nurses
could maintain personhood and address safety concerns by engaging a ‘special’: a
worker who would sit continuously with the ‘at-risk’ person. Use of a ‘special’ reduced
the use of restrictive practices. At other times, family members were invited to

supervise elements of patient safety. When they were available, family members
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were key decision-making actors. A nurse participant explained that this strategy

promoted personhood but did not always prevent unintended events:
One-to-one supervision.. only one staff looking after that one patient... he’ll be
there to protect him from pulling all these things out and causing more
trauma... We do [involve family]. If the patient is sitting in the chair... we don’t
put mittens [on then]. We tell the wife or the family to just keep an eye on
them, but it still happens. Either the tube comes out, or he does something...
If family is not there then of course we need one-to-one special for that

combative patient. (RN39, Line 60, p.3)

In some situations, nurses could not draw on the use of ‘specials’ or family members.
At one site, due to limited resources, nurses resorted to placing patients at risk of
falls in wheelchairs and positioning them in proximity to the nurses’ station.
This strategy removed patients from the comfort of their beds or rooms to a public
space to be looked at, rather than cared for, thereby diminishing their personhood.
RN34 explained:
We assess if the patient has any behavioural issues. If they’re not walking or
they’re agitated they might be a falls risk, so... Sometimes we’re short of staff,
that’s why we just sit the patients at the front... At least there’s one nurse in

the nurses’ station and they can keep an eye on them. (RN34, Line 41, p.2)

Personhood was also threatened when seatbelts were commonly used as a restraint
across study sites. Allied health were the decision-making actors who prescribed this
commonly used restrictive equipment to assist in maintaining physical patent safety.

In this form of Dancing with Agency between nurses and allied health, these
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professional dance partners were usually in-step with each other in prioritising
patient safety. However, a field note illustrated a patient’s response to this type of
restraint:
One patient is observed seated in the wheelchair near the nursing station and
is trying to unlock the seatbelt. They continue to perform this routine several
times over the period of field observation. Due to the impacts of TBI, the
patient is unable to verbalise what they need to be done and why. It could be
they were feeling uncomfortable as a result of being seated for a long period

of time in one position in a semi-inclined wheelchair. (Field note, FN168)

While patients initially resisted the use of restraints, sometimes nurses would
encourage the patient’s acceptance by reframing the idea of restraints. This
provision of a rationale attempted to treat the person like a rational being by
speaking in a way that normalised the intervention as something all people use in
particular circumstances. While a joint action was achieved, in that the person
‘accepted’ the seatbelt use, it was not clear whether the person complied willingly or
under coercion. This strategy was reported by nurse participant:

A lot of them [patients] don't like it [use of seatbelts] but we just say it's like

sitting in a car, you have to have it on for your safety. So that usually gets you

around it. They [patients] accept it more that way. (EN13, Line 38, p.2)

The use of restraints as a strategy for protecting the body of the person could be

distressing for patients. Nurses perceived a catch-22 situation in these

circumstances: a restraint was seen as necessary for safety reasons, but it also
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diminished and denied patient agency, autonomy, and self-determination (and as a

consequence, personhood). A nurse participant explained this predicament:

...there’s a lot of laws against physical restraints... a lot of guidelines and
protocols that you have to follow... So, at first | was quite confronted... and
then | think | had to come to terms with weighing up whether or not your
patient has a fall, or your patient pulls out their tracheostomy or their NG
tube... which is obviously also quite dangerous... Because of the amount of
staffing that we have... we can’t be everywhere... we have to have a safety
measure just to prevent things from happening. And especially when you see
patients with cranioplasties and they’re incredibly impulsive, trying to get out
of bed, very high falls risk. The idea of them falling out of bed... that made me
think okay, that makes sense as to why we do put restraints on, ... we’re

preventing something worse from happening. (EN29, Line 215, p.10)

The same participant noted patients’ frequent distress in response to the use of this
form of restraint and suggested that patients felt a moral injury. Nurses had to weigh
up the damage to personhood versus damage to the physical body:
But of course they [patients] verbalise! No one wants to be held down and
tied down to the bed, and a lot of patients struggle against it. Patients find
ways to get out of it, patients have said that they don’t want to be tied down.
And that’s the hard part when you’re trying to explain to them... they can’t
comprehend yet why they’ve got it on, and trying to explain why they need it

that’s hard. (EN29, Line 247, p.11)
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At another site, a patient who had undergone a post-TBI craniectomy felt distressed
by, and angry about, the nurses’ application of restraints that restricted their agency
and freedom of movement in the process of protecting the body of the person. The
patient’s personhood appeared to be attenuated when their numerous assurances
that they would exert agency in a safe manner were ignored by nurses and
associated dance partners, creating a high degree of tension in these social
encounters. The patient conveyed these experiences:
... they [nurses] belt me in... every second day, they look in, ‘Oh, he’s
unbuckled, let’s buckle him again.’... They are just dumb... but I've been here
10 months, not a single time | fell off the chair or | fall on the floor or I slide
through. Not a single time, so there is no excuse to close this shit all the time.
There is not a single excuse. Okay, [If] | ... did, | fall... you saw me on the
floor. You are right, it's happened, tie me up. But | never fell, never, never....
These people [nurses], they don'’t get it. It’'s unnerving because I’'m not even
parking on a hill that I'm going to take off and run down. It’s flat land. I'm not
going to roll down but no, they have to come and fuckin close this belt all the
time... At the end of the day, they want to come in, do their job and that’s it
have no headache, not get in trouble. They’re painful, painful people. It's

painful. You can’t move. (P10, Line 426, p.21)

Tensions also arose in encounters between nurses and families when restraints were
used for patients without the family members’ knowledge. While the medical team
were responsible for having a discussion with family members prior to the use of

restraints, this prerequisite was not always met. For nurses, the Dance with Agency
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involved addressing the tense scenario with family members and explaining the
rationale for restraints use. A nurse participant explained:
...some families will ask, ‘Oh, why does he have restraints on?’ And then we
thought that the doctors had already handed over, but they didn’t get a chance
to... and then we have to tell them, ‘Look, he [the patient] has been very
restless and agitated, he’s hitting us, he’s picking at his poo and putting it in
his mouth...". Sometimes they’re understanding, sometimes they’re not, so it

depends on family. (RN36, Line 122, p.6)

Nurses were aware that restrictive practices impeded the promotion of personhood,
and some opted for more person-centred strategies. Nurse participant (RN27)
explained the alternative approach of engaging the multiple decision-making actors
whose skills could be called upon to better protect the body of the person. By
utilising input from other specialist nurse clinicians and members of allied health, and
prioritising patient comfort and agency, this nurse was able to deliver care that
appeared to promote and preserve personhood.
...you don't promote personhood by restraining someone. We use our ward
orderlies to sit with a patient and converse with them, try to distract them by
engaging them in different activities rather than having them restrained. For
example, we've had one lady that's come to us with an NG [nasogastric tube]
that she's pulled out multiple times ... and she's had both her hands
restrained. But what we did down here is we left her unrestrained and she
didn't pull it out.... | think the reason she pulled it out is because that was
making her more frustrated and more agitated and irritable... both of her

hands were tied and she was just trying to scratch her nose ... it was itchy,
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because she's had a nasogastric tube. But we've had someone just sit there
and guide her: 'That's okay to scratch but don't pull it out." | requested for the
ICU people to come and put a bridle for the NG, which is like an anchor ...
And... we asked a speech therapist to do an urgent feeding assessment
because it hadn't been done in the acute ward. And we felt that she could
eat... None of us want the patient restrained... the Speech was onboard and
fed her and she did very well. We made progress with her... In five days, the

tube was out and she was on meals. (RN27, Line 108, p.5)

Another nurse participant explained the impact of restraint use on personhood and

the tension created by the competing priorities of safety versus personhood. Like the

participant quoted above, RN1 found ways to enact ‘least restrictive practice’
If someone’s at risk of injuring themselves, well then personhood takes a back
seat. But in saying that, it's the way you can introduce the restrictive practice
that brings in personhood. So for example, a guy that | was helping this
morning, he used to pull at his PEG to pull it out, so we ... we didn’t restrain
him. We used an Abdo-binder to cover his PEG... where it’s the least restraint
possible [this] ... supports personhood, because you’re not stopping ... them
from doing what they want to do, you’re just mitigating the risk ..., because

patient safety comes first. (RN1, Line 231, p.10)

Sometimes people were restrained through seclusion. At one site, patients with
behaviours that others found challenging were confined in locked rooms. These
rooms were accessible using a swipe card. While this locked space was larger than

a typical room and had outdoor access, it was designed to isolate the person from
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other patients. The monitoring and maintaining of physiological integrity and physical

safety were undertaken strategically, with at least two nurses attending to the

person’s care needs at any time. This strategy promoted staff safety in the event of

patients exercising their agency in unsafe ways. The field notes below exemplified

how nurses approached patient care in the context of perceived challenging

behaviours. They took a cautious approach, bundled care tasks, and remained

conscious of safe exits in case of a violent encounter:

Approaching the person cautiously:

Field note (FN250): A patient with challenging behaviour is approached by two
nurses. Caution is exercised when approaching the patient. The patient is
assisted with feeding. The room is configured uniquely and includes a
bedroom, sitting room, and an outdoor space.

Approaching in pairs, offering constant assurance, bunding care tasks:

Field note (FN400): Two nurses assist the patient with ADLs, and constant
reassurance is given. While one nurse assists the patient with feeding for
breakfast, two other nurses perform other tasks e.g. bed making and tidying
up of the room. Nurses appear to accomplish multiple tasks in one interactive
session with the patient e.g. feeding, bed making, medication and monitoring
for vital signs

Prioritising situational awareness:

Field note (FN310): For patients in a locked room, nursing staff approach with
precautions. Nurses are observed to position themselves closer or near the

exit door.
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4.5.4.4 Nurses’ values, beliefs and experience

Nurses’ values, beliefs, and levels of experience were closely associated with their
ability, or commitment, to provide care that promoted or preserved personhood. This
required the nurses to approach their practice with a capacity, a presence, and a
passion, to get the person to the best possible endpoint in a way that addressed their
personhood. A nurse participant explained:
| think you find something that you know is important to you and you try and
relate it to the patient... for me, it’'s important for me to have a shower in the
morning and brush my hair and just feel nicer. | believe that all patients should
also feel like that... a lot of nurses... engage a lot more with patients and
there are some nurses who don't... so — it can be so easy to just go in... and
then do what needs to be done without actually conversing with the patient or
trying to relate or make them feel like they’re a person instead of a patient.

Yes, | do think [individual nurse] characteristics [matter]. (RN35, Line 91, p.4)

When asked, another nurse participant explained the close link between the nurses’
values and beliefs and their intention to accommodate the diverse backgrounds and
preferences of their patients:
There are cultural differences... gender difference... So we as nurses, we
should know that so we can help with... promoting the whole person.... So as
nurses we are open to advice or... opinion from others.... So | don’t know or
... understand... | will ask someone to help me... [get] clarification... For the

different cultures... Let’s say... some they don’t eat pork ... We have fto liaise
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and tell the kitchen... because of their religion... so we have to ...be an

advocate for them. (RN37, Line 174, p.8)

Having long-term experience working in the TBI rehabilitation unit equipped nurses
with a range of strategies and enabled them to mentor less experienced staff.
Experience was valuable when caring for patients who were behaving in ways that
others considered challenging. An experienced nurse participant exemplified this

contextual factor:

Being old and long time here | learn more [about how] to deal with difficult
patient[s] than probably a young one... | can be a good example on how to
deal with difficult patients... and try to show ... how to deal with it. | am more
than happy to help the new nurses... because they don’t have that much of
experience and it’s hard to deal with this kind of behaviours ... with the brain

injury. (RN37, Line 192, p. 8)

A nurse’s level of experience influenced how they were able to provide care that
promoted patient personhood, with person-centred skills developing over time. RN4

explained:

... more inexperienced nurses, tend to focus more on tasks... They don’t
necessarily remember to think about promoting the independence of the
person by allowing the extra time, by giving them short, simple questions that
they maybe can answer that can influence the direction that the care is going.
They may not have the experience with coaching... [or] getting that person to

actively engage in stretching their capacity in care. So, ... a more experienced
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nurse would hopefully have more of those skills in their toolbox. (RN4, Line

137, p.6)

Nurses who had experience working with people living with TBI were better
positioned to navigate the care of people with behaviours that others found

challenging. A nurse participant explored this aspect:

Experience helps in that journey because sometimes the seniors are kind of
[familiar with] the strategies they have to de-escalate the patient. Let’s say
[better manage challenging] behaviour [in] patients ... juniors, because

they haven’t had that experience, it kind of shocks them... But having

that experience, you use that to be able to provide a person- centred

care. (RN28, Line 67, p. 3)

4.5.4.5 Nurse staffing profile and skill mix

The nursing staff profile within the TBI rehabilitation units influenced the nurses’
Dance with Agency. Family participants frequently noted that there were too few
nurses. In some cases, no nursing staff directed their agency to solve issues that
supported body protection for the patient, and the task remained neglected, causing
patient and family distress and threatening dignity and personhood. For example, a
family member reported that the “nurses are probably understaffed. There was a
couple of times here he [the patient] was probably sitting in his own faeces for about

three or four hours until they had a chance to change him” (F4, Line 66, p.3).
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When the unit was understaffed, a nurse’s Dance with Agency sometimes meant
transferring some of their duty of care for the patient to the family members. A family
member explained:
If they’re not under pressure from low staff, then they can do their job
properly. [At] times I've come in, he’s wet, the food [NGT Feeds] is empty, and
not even hooked up. So, how long’s he been wet for? Who knows? ... To be
honest, because | come in every day, they know I’'m coming. So, they know
they can concentrate on someone else, because Dad will be here. (F3, Line

305, p.14).

Nursing profile and skill mix influenced how nurses were able to protect the body of
the person, and how the burden of care was experienced. The nursing profile and
skill mix did not always allow the appropriate level of care, nor equitable nursing staff

allocation.

4.5.4.6 Nurses feeling mentally and physically drained

Providing care for people with traumatic brain injury was emotionally and physically
exhausting for nurses. These effects were exacerbated when nurses were not
recognised by patients for their contribution, albeit this lack of recognition could have
been caused by patients’ altered cognition and behaviours. RN27 described the
experience:
Burnout... compassion fatigue... sometimes it doesn't matter what you do, it's
not enough, and it's not the nurse's fault. It's just the tragedy for the patient
and that's how they're feeling. And it's not their intention to make the nurses

feel like that, but that's how it plays out. That can really burn the nursing staff
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and make them feel ... undervalued or think 'what's the point?’ You've worked
so hard the whole shift and then it didn't feel rewarding because the patient
wasn't happy ... or their family member wasn't happy in the end. Because
they're grieving and they're going through their own problems, they can't see
the nursing side of it, how much nursing is doing. They can't separate it. And
the nurses also are always there. They're the ones that get blamed
sometimes for small things... we get targeted sometimes and that can be very

hard on the nursing staff. Very mentally draining. (RN27, Line 509, p. 23)

Another nurse participant added that:
For us, our challenge could be both psychological and physical... we've had
some people physically hurt, or the words that they can use can be a
physiological trauma to some nurses. Eventually, hearing these nasty words
about you, some people don't take it well. But counselling is there... we are all

different in the way we cope. (RN28, Line 213, p.9)

Support was available for nurses who experienced emotional exhaustion or became
overwhelmed as a result of caring for people in TBI rehabilitative care. Individual and
group employee assistance, and specialist advice to manage behaviours that others
find challenging were in place to support nurses. RN27 described these services:
We have staff wellbeing and support service that's willing to come and talk to
the staff, individually and in group... sessions. But, also, when we have our
behaviour-support meetings with a psychologist, which is once a week, to talk
about the patients and their behaviours, that's also an opportunity for the staff

to debrief about how they feel. (RN27, Line 530, p.14)
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4.6 Chapter summary

This chapter has presented this study’s findings. The following chapter will discuss
theory of Dancing with Agency in relation to global literature, and reflect on the study

as a whole.
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5 CHAPTER FIVE: Discussion

5.1 Introduction

This chapter presents a discussion of the key findings that support the substantive
theory of Dancing with Agency in TBI rehabilitation care. This chapter situates this
Grounded Theory in relation to pertinent theoretical works and extant literature, and
demonstrates how the study findings extend or introduce novel theoretical
understandings. The study strengths and limitations are acknowledged and
recommendations for practice, policy, education, and further research are presented.

A conclusion then synthesises the key elements of significance.

The aim of this study was to develop a Grounded Theory that explored the social
processes that promote and preserve personhood in TBI nursing care in inpatient
rehabilitation. The theory of Dancing with Agency addresses this aim because it
explains how rehabilitation nurses navigate interactions with multiple demanding
decision-making actors, and conveys how these social processes are influenced by
varying levels of flexibility and concordance between dance partners. Dancing with
Agency seems to operate on a micro-level in individual interactions, framed by
institutional and interdisciplinary norms and power structures. The type of social
processes required, and whose agency is privileged, depend on whether the nurse is
in a mode of protecting the body of the person, engaging the patient as a person, or
handing over the baton. A significant theoretical contribution is the focus on agency,
which is inherent in all people, but constrained where power structures limit people’s

freedom to exercise their agency.
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5.2 Discussion of key findings

5.2.1 Multiple and demanding decision-making actors as the main
concern

Rehabilitation for neurological conditions requires a “package of interventions”
(WHO,2024) and it is delivered by “a large set of medical and therapeutic services”
(Gao et al., 2021, p.466). This description provides context for the finding that the
main concern of rehabilitation nurses was the multiple and demanding decision-
making actors with whom they must engage when providing TBI care that promoted
and preserved personhood. In constructing care that moved the person with TBI
towards functional improvements, some nurses’ practices were influenced by their
perceived position within a hierarchical clinical structure. The number of dance
partners, the flexibility of the dance steps, and the concordance between dance
partners were all shaped by this hierarchy and the nurses’ perceived agency when
navigating it. Nurse participants also sought to engage with patients as decision
makers while balancing the person’s autonomy and safety. They interacted with
family members as decision makers and advocated for the person’s clinical priorities,

while acknowledging the family’s investment in the patient’s personhood.

In exerting their agency and clinical judgement during their interactions with
clinicians, many nurses seemed to struggle with their role and autonomy in the larger
team structure. Another constructivist Grounded Theory study explores nurse role
negotiation within a multiprofessional team. The authors describe a process of
creating place, as individuals progress from “occupying workspaces” to “defining
workplaces” that incorporate their own values, beliefs and expectations (Hewitt et al.

2024, p.1918). This redefinition requires the nurses to navigate pre-existing
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organisational practices that presented boundaries to their practice (Hewitt et al.,
2024) and can constrain their capacity to prioritise personhood. Similar to Hewitt et
al. (2024), my interview data revealed the difficulty nurses had in finding meaningful
influence in the multidisciplinary team model within which TBI rehabilitation occurs.
The extent of these difficulties varied across sites. It seemed that these constraints
on autonomy limited not just the nurses’ choices, they also limited the choices of the
person with TBI and their family. Powerful organisational structures existed, such as
allied health guidelines and multi-disciplinary team meetings, at which nurses
passively received information to follow. This finding suggests that other disciplines
may have seen the role of nursing role as carrying out other peoples’ orders rather
than recognising a separately defined role informed by disciplinary expertise, clinical
judgement, and a nurse’s inherent autonomy to make decisions in the person’s best
interest. This situation created potential safety and workflow issues and constrained
the nurses’ ability to offer care that promoted personhood, particularly after hours

when other disciplines were not available for consultation.

There was a dichotomy between nurses’ perceptions of rehabilitation as a 24-hour,
7-day-per week activity (Pryor & O’Connell, 2009) and the allied health team’s
business-hours model. A lack of therapy integration between nursing and allied
health staff has been found in a review of several studies of inpatient rehabilitation
nursing (Baker et al., 2019). The review suggests that nurses are seen as “providing
carry-on therapy” (Baker et al., 2019, p.16) on behalf of therapists, rather than as
unique contributors to therapy using their own disciplinary expertise. A truly
collaborative multi-disciplinary team approach is necessary for rehabilitation care to

address each person’s needs, continuously support the person’s rehabilitation goals,
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and enact effective interventions that are tailored to promote personhood
(Christophers et al., 2025). The findings of this study indicated that there were times

when the team culture fell short of being truly collaborative in these ways.

5.2.2 Ineffective team practices influence protecting the body of the
person and handing over the baton

The sheer weight of numbers of multi-disciplinary team members practising in
inpatient TBI rehabilitation contributed to the main concern of nurses negotiating with
multiple demanding decision-making actors. Perhaps, more than in any other clinical
setting, rehabilitation nurses have to negotiate their agency to influence many care
tasks that have traditionally been considered core nursing practice, or at least a

shared responsibility (Pryor et al., 2009).

Care factors, such as personal hygiene, mobility, feeding, and behaviour support, are
accomplished by nurses, though predominantly prescribed by allied health
professionals, whose knowledge is privileged in TBI rehabilitation care (Digby et al.,
2018). Evidence suggests that allied health professionals do not fully understand the
scope of nurses’ responsibilities in rehabilitation (Digby et al., 2018). This is not to
undervalue the expertise that allied health professionals bring to promoting recovery
from catastrophic injury. However, the lack of opportunity for nurses, who deliver the
care, to have input into care planning and re-evaluation (Pryor & Buzio, 2010) means

that they cannot respond in real-time to threats to personhood.

The effectiveness of collaboration with teams in protecting the body of the person,
and handing over the baton is heavily influenced in this study by the contextual factor

of rigid and ineffective team practices. Where health teams rely on rigid hierarchical
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structures, it is difficult to shorten lines of communication, meaning response times
are longer (Fernandopulle, 2021). The perceived division between nursing and allied
health professionals, poor communication practices, and the limited availability of
allied health staff outside of business hours, meant that, in some instances, nurses
either had to make a clinical judgement call about a person’s care (for which they
could be disciplined), or repress their clinical judgement and follow orders. These

choices seemed to frequently challenge nurse participants’ professional identity.

Guideline directed care can reduce care variance, and improve quality of life and
functional outcomes for people with TBI (Bragge et al., 2014; Lee et al., 2019).
However, it was a well-supported and unexpected finding that patient-specific allied
health guidelines had the power to constrain nurses’ clinical judgement, and to
undermine interactions and person-centred practices. This suggests that teamwork
is hindered when power imbalances exist between nursing and allied health
professionals in rehabilitation (Digby et al., 2018). Given the assumed power of
these allied health guidelines, nurses had to engage in a complex Dance with
Agency to provide care that was safe and promoted patient agency and personhood,
and that aligned with their own clinical judgement in response to the dynamic status

of the patient.

Some nurses engaged with guidelines passively ("we just follow the guidelines” or
“‘we just do what they say”). Other nurses felt uncomfortable complying with
guidelines that clashed with the promotion of personhood or with the nurses’ own
sense of what was best for the patient. Some nurses skirted around guidelines,

which left them open to intimidation or disciplinary actions, while others had a
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confidence in their own practice or affective systems that allowed them to challenge,
critique, or update guidelines with the broader team. To some degree, the rigidity of
allied health guidelines was site specific. One site provided nurses with considerably
greater opportunities for collaboration and support in exercising their clinical
judgement. These contextual variations indicate opportunities to enhance team

effectiveness by improving local workplace cultures.

Other researchers recognise problematic multi-professional team relationships in
rehabilitation (Digby et al., 2018; Pryor, 2008). These problems are attributed to
segregation practices that divide the work of nursing and allied health, and to poor
interprofessional collaboration (Pryor, 2008). Scholars contend that these factors
lead to, and arise from, poor understanding of the disciplinary expertise that nursing
brings to inpatient rehabilitation (Digby et al., 2018; Miller & Kontos, 2013; Pryor,
2008). While the role of nursing in inpatient rehabilitation often overlaps with that of
members of other allied health disciplines, the contribution of nursing remains under-
recognised (if it is recognised at all) (ARNA, 2023; Tanlaka et al., 2023; Pryor, 2008).
Scholars observe that rehabilitation nursing contributions are invisible (Ehrlich et al.,
2022; Kearney & Lever, 2010), not respected (Digby et al., 2018), underappreciated
and undervalued (Christophers et al. 2025; Kearney & Lever, 2010; Adhikari et al.,

2025), and taken for granted (Pellatt, 2003).

A systematic review of nurses’ professional autonomy (Pursio et al., 2021) notes the
crucial importance of nurse independence. While the constraints of scope, codes of
practice, and regulations, are acknowledged, the freedom of a nurse to use their

autonomy means they can make care decisions that fully utilise their values,
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knowledge, and abilities. This autonomy requires that a nurse’s authority be
recognised by the institution and that there be a commitment to shared leadership
(Pursio et al., 2021). Strict organisational rules and an autocratic style of
management reduce nurses’ control over their everyday practice (AllahBakhshian

et al. 2017) and limit opportunities for professional growth (Pursio et al., 2021). Some
nurse participants in this study appeared to have a limited influence over practice in

their own unit, and even less influence in their wider organisation.

Part of the problem of rigid and ineffective team practices may be the shared
understanding of what teamwork means in these rehabilitation settings. For example,
when participants spoke of a multidisciplinary team structure, they were largely
describing situations in which multiple professions delivered care and the existence
of communication structures that defined the things people could and could not do.
As an alternative construct, interdisciplinary teams are characterised by a more
horizontal power structure and greater collaboration. Teams are more effective when
they foster a culture of decision makers working closely toward addressing
collectively-identified problems and attaining shared goals (Christophers et al.,
2025). This imperative is supported by the ARNA Competency Element 4.6, which
requires that the nurse “contributes to the person’s rehabilitation through active
participation in allied health and medical interventions, including collaborative
assessment, planning, implementation and evaluation of interventions with the
person, significant others and/or formal and informal carers and the rehabilitation

team” (2023, p.19).
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In considering how interprofessional teams might achieve care that promotes
personhood, the Person-Centred Nursing Framework (McCance & McCormack,
2025) outlines how governance structures enable person-centred outcomes and
healthful work cultures. This framework identifies the essential components of
supportive organisational systems, effective staff relationships, power sharing,
shared-decision-making, and the potential for innovation and risk-taking. For
patients, these elements feed into good care experiences, greater involvement in
their own care, and an enhanced sense of well-being (McCance & McCormack,

2025).

5.2.3 Protecting the body of the person and personhood

This study’s findings show that nurses in TBI rehabilitation prioritise protecting the
body of the person. This is a reasonable priority given the extent to which people
requiring inpatient rehabilitation have potential disruptions to physical integrity and
safety, and given that people who have lived through serious injury to the body,
including TBI, are known to experience shifts in their sense of personhood and
identity (Mac Conaill et al., 2025). Consequently, nurses constructed much of their
rehabilitation care to maintain the person’s physiological integrity and physical safety.
These priorities are a concern in nursing practice generally, where nurses focus on
protecting the person’s life and, in avoiding errors, they protect their own

professional and personal identity (Najafi Ghezeljeh et al., 2023).

In summary, in protecting the body of the person, nurses had varying levels of intent
and success in promoting the personhood of the person in their social processes.

They Danced with the Agency of other actors through strategies of accepting clock-
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driven practice routines, and through varying levels of collaboration with the team,

the family, and the person with TBI.

5.2.3.1 The impact of schedules and routines on personhood

Protecting the body of the person was largely sought by nurses and organisations
through clock-driven practice routines. It appears that both nurses and patients
accepted these routine processes as a pathway to the shared goals of body
protection. Indeed, many patient participants found comfort and security in these
routines, and this may have supported their personhood, given that humans find
meaning and manage their well-being through the structuring of time (Zizberg et al.,
2007). Clock-driven routines can have both positive and negative impacts for nurses.
These impacts depend on whether the nurses perceived them as either meaningful
(congruent with the nurses’ goals), pragmatic (to daily work life), or obstructive

(violating a patient’s humanity) (Rytterstrom, 2011).

In a narrative review of rehabilitation nursing practice (Baker et al., 2019, p.9), these
routines for protecting the body are recognised as a key element of "nurse-initiated
care": nurses take responsibility for monitoring and managing people's acute and
chronic health conditions and providing technical care to maintain the person's
safety. Routines in nursing are valued as behavioural patterns that are strategically
designed to organise the sequence and duration of care activities across space, time
and interpersonal interactions (Zizberg et al., 2007). Routines may be conscious or
subconscious, and they can incorporate both physical and social contexts. This

structuring of routines may conserve both physical and cognitive resources (Zizberg
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et al., 2007), which is important when delivering a complex, multidisciplinary service

like inpatient rehabilitation.

The notion of clock-driven practices is often referred to conceptually as nursing’s
task-orientation (Suhonen et al., 2018). Organisational and professional leadership
that promotes task orientation values efficiency, productivity, and time management,
over relationship-building; the latter being an important basis for promoting
personhood. While the routine tasks themselves may require critical thinking, this
task focus is most common where patients have complex care needs, or among
more junior nurses with developing clinical skills (Bourgault, 2023). A clock-driven
approach to care has its basis within a biomedical individualism model, which tends
to situate health and disease within an individual body. A clock-driven approach can
make it more difficult for nursing care to transcend physical contexts to incorporate
communal and spiritual considerations that form part of the person’s lived world
(Bayuo, 2025). For example, a nursing study exploring time cultures (Deery, 2008)
describes a clash between the ‘technical administrative rationality’ that streamlined
service delivery and helped nurses to ‘control’ and ‘get through their work’, and the

‘nurturing rationality’ founded on the creation of relational time.

Both nurse and patient participants in the study underpinning this thesis mentioned
the importance of therapy schedules (timetables) in rehabilitation, to organise and
communicate the plans for the day. The posting of rehabilitation schedules has been
framed positively as a “cognitive technique” and a visual reminder of the strategies to
achieve rehabilitation goals for people with TBI who experience difficulty with

organisation and executive functioning (Oyesanya & Thomas, 2019). It was a finding
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of this study, that the positive contribution of visual timetabling is lost when it is not

communicated to patients.

In a critique of scheduled care activities, Simonds (in Deery 2008, p. 354) reflects on
scheduling as “hurry-along, bureaucratic time”. When clinicians take this care
approach on “bodies to make them stay on time and on course”, it also subjugates
nurses’ bodies to be “on time’ for clients rather than ‘spending time’ with them” (p.
360). While scheduled therapy sessions are vital to achieving rehabilitation goals,
when allied health therapists encourage maximum time for rehabilitation in the clinic,
it can result in patients having less time and energy for other activities, including the
development of self-care independence (Chang et al., 2013). This created an
additional challenge for the rehabilitation nurse participants in this study who

adapted their care accordingly.

The nurses’ prioritisation of bodily integrity and safety aligns with other TBI nursing
studies. For example, the strategies described by this study’s participants (regular
patient rounding, placing the person close to the nurses’ station, and using a
constant observer) are echoed and justified in other research on the care of TBI
patients who are more likely to have issues with gait, balance, and challenging
behaviours (Oyesanya & Thomas, 2019). However, the automatic prioritisation of
safety over other considerations has been challenged. For example, a qualitative
study exploring the meaning of safety for consumers in mental health units (Cutler,
2021) finds that nurses approached patients as ‘risks to be managed’ because the
construct of safety was defined as the avoidance of adverse events. Nurses choose

to either work inflexibly under this paradigm of restriction and control, or to work in
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recovery-orientated ways that actively pursue strategies to empower the person who

is the patient (p. 91).

5.2.3.2 Collaborating with patients and families in body protection

Patient participants appeared to willingly accept nursing’s practice routines and body
protection strategies, particularly when comfort and well-being was seen as the end-
goal. However, sociological research suggests that, in care institutions, there is first a
“stripping down” of a person'’s self, then a “reorganising of self” by the institution to
meet the institution’s requirements (Brett, 2024, p. 326). It may be that the
vulnerability of people following serious injury made it easier to socialise them to
body protection routines. There were certainly instances where participants in my

study tried to resist body protection if it undermined their comfort and autonomy.

In collaborating with families, nurses’ recognition of the importance of relational
personhood allowed insights into the person’ pre-injury self that enabled a plan for
reconstruction of self. A person’s agency was promoted when nurses accommodated
that person’s involvement in personal care or took into perspective family members’
opinions about care. Generally, the literature shows that family participation in care
decreases distress, improves family functioning, and enhances the quality of
personal care (Mackie et al., 2018; Oyesanya & Bowers, 2017a; Ponsford &
Schénberger, 2010 ; Vinarski-Peretz et al., 2023). In rehabilitation settings, the
reported benefits of family involvement include protection of patients both physically
and emotionally, decrease in carer burden, improvement in decision-making and
communication, and an enhancement of the overall experience of rehabilitative care

(Mathew et al., 2024; Norup et al., 2017; Oyesanya & Bowers, 2017b; Rasmussen et
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al., 2021). The study underpinning this thesis found that tensions arose and family
agency was constrained when family members were denied direct involvement in
care or were seen as ‘overly-involved’. These contexts for social interaction may
have been exacerbated because family members had varying ways of adjusting to
the changes in the person experiencing TBI (Ponsford & Schonberger, 2010), of

which participation in care may have been one.

The study’s findings suggest that collaboration between nurses and family members
is important because it provides an avenue for the holistic assessment and targeting
of person and family-centred care needs. Family members usually have deep
knowledge of the person with TBI and so their inclusion in care planning and delivery
can better inform personal care (Gebhardt et al., 2011). However, scholars have
found that nurse-family relationships can, at times, be problematic or lead to conflicts
over healthcare decisions (Vinarski-Peretz et al., 2023). This finding is consistent
with the findings of the study underpinning this thesis: moments of tension occurred
between nurse and family decision-makers due to a lack of concordance with the
dance steps, particularly around body protection. Misunderstandings about care
strategies that differed between institutions was one area of conflict that required
careful negotiation and explanations to decrease family anxiety. In a survey study of
caregivers of people with physical or cognitive impairment (Dieker et al., 2024),
conflict over care strategies was found to be widespread. Mental and physical

exhaustion arising from the family caring role was a significant predictor of conflict.

This study’s findings indicate that, in some units, family participation in personal care

was conditional on prior family training. While there may be a safety rationale behind
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this condition, it suggests that the privileging of some knowledges over others (i.e.,
clinical knowledge over the family’s deep knowledge of the person) reduces
therapeutic interactions to care of objects rather than care of people. In the study’s
family data, there were no descriptions of training being offered to support their
inpatient contributions. There were merely reports of clinicians rejecting the family
members’ untrained contributions. Family training was only described in the study
data during preparation for discharge. Other qualitative research on traumatic injury
found that family members were frustrated when they were barred from assisting the
person living with TBI to accomplish activities of daily living (Bond et al., 2003).
Johnson et al. (2016) finds strong evidence of the distress of parents who want to
help and need to feel close and involved in the care of their adolescent or young

adult child.

While some families craved further involvement, others felt exploited by nurses and
overwhelmed by the extent of care delegated to them. Nonetheless, the family
members felt compelled to continue this level of care because they feared that
nobody else would provide it to the required quality. A qualitative study (Monaro et
al., 2018) highlights the carer hypervigilance that arises when family members
perceive the person as needing more time and space for care than nurses can
provide. This experience was described in the context of a perceived chaotic clinical
environment and was particularly prominent where the person had a cognitive
impairment. There were several intersections between Monaro et al.’s findings and
those of the study underpinning this thesis. Carers described never-ending nurse
busyness, a high level of patient dependency, and a fear of leaving the person

without intensive family supervision and care.
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This finding leads to the important contextual factor of the perceived inadequate
numbers and skill mix of nursing staff to protect the body in ways that promote
personhood. Skill mix relates to the number and classification level of nurses, their
educational preparation, their relevant clinical experience, and the technical/non-
technical skills they bring to support the care to be delivered (Kushemererwa, et al,
2020). Appropriate skill mix is identified as a core requirement of person-centred
practice (McCormack & McCance, 2021). Several family participants and nurse
participants reported that nurse numbers and skill mix were barriers to safe care and

comfort, and were two of the reasons why nurses delegated care to family members.

Maintaining an optimal skill mix was not always possible in the three inpatient
rehabilitation units involved in this study and casual nurses were frequently utilised.
However, casual nurses were not always familiar with the specific requirements of
inpatient rehabilitation. This study found that poor skill mix was linked to negative
experiences and outcomes, including what family members perceived to be missed
nursing care, or low-quality care, resulting from a chronic and systemic
organisational inadequacy. Missed nursing care refers to “the partial or complete
neglect or significant delay of any nursing care required by a patient” (Taskiran Eskici
et al., 2025, p.1). The literature attributes missed care to a lack of, or the inadequacy
of, nursing personnel (Danielis et al., 2021) and it is associated with unfavourable
patient care outcomes. Missed care is also attributed to a lack of insight into one’s
personal and professional accountability (Mills & Duddle, 2022). Missed care has
implications for personhood: it alters a person’s sense of self, thereby violating their

dignity and autonomy (Kivunja et al., 2018; Slettebg et al., 2009). The long-term
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impacts on nurses who experience missed care include moral distress and burnout

(Taskiran Eskici et al., 2025).

While rounding was described by nurse participants as an acceptable way to ensure
basic tasks were done and safety maintained, family members spoke at length about
missed care and the perceived need for them to fill in the gaps. Filling in the gaps
addressed physical integrity as well as the provision of personal care that afforded
dignity. However, assuming the caring role in hospital disrupts family members’ usual
roles (Gwaza et al., 2022). Family members that participate in personal care are
susceptible to cumulative caregiver fatigue and burnout, particularly when they are
unable to accommodate the complexities associated with personal care (Gwaza et
al., 2022). It is likely that carer experiences can be enhanced by the preparation of
families for their caring role, and by encouraging their sense that they are partners in

care, rather than safety nets for missed care.

5.2.3.3 Restrictive practices, protecting the body of the person and
personhood

In inpatient rehabilitation, the altered patient cognition that leads to impulsivity and
behaviours that others find challenging, created a contextual factor in the use of
restraint and seclusion practices. These practices were intended to protect the
bodies of the person, other patients, visitors, and staff. Institutional and government
policies acted as decision-making units in relation to restrictive practices. Nurses had
to Dance with the Agency and power of these actors while simultaneously Dancing
with the Agency of the patient who is a person, the family, and other health care
workers. In this study, the nurses’ Dance with Agency required them to collaborate
with multiple decision-making actors from a range of disciplines to find the most
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person-centred approach to managing behaviours considered challenging. Similar to
other studies that explored inpatient restraint use (Salehi et al., 2019; Wong et al.,
2020), the study findings revealed that the use of restraints for people with TBI can
be distressing for the person, family members, and clinicians. Tensions arose
between nurses, the person with TBI, and family members, when they did not agree
on restraint use. Nurses were also confronted when they thought the restraint use

attenuated, denied, or devalued personhood.

A literature review of patient experiences of restraint (Douglas et al., 2022) identifies
a small number of studies that report neutral attitudes among patients towards
restraints (beliefs that restraints were necessary to avoid harm to self and others)
(Haw et al., 2011; Knowles et al., 2015; Spinzy et al., 2018). Other studies contend
that restraint use is incongruent with the concept of recovery, causes denial of
autonomy and psychological trauma for patients, may trigger past memories of
trauma for patients, and may lead to decreased patient-nurse interactions and
decreased patient adherence to treatment (Cui et al., 2023; Li et al., 2023). Studies
in mental health and critical care settings identify moral distress among nurses
implementing restraints, with negative outcomes for patients, nurses, and their
organisations, and an absence of interventions to address these outcomes

(Lamoureux et al., 2024; Salehi et al., 2019).

The New South Wales Health Policy Directive (NSW Heath, 2020) on the use of
Seclusion and Restraints in Public Health Settings recognises the competing
priorities in the enactment of least restrictive practices, using terms that signify

personhood: “NSW Health staff will maximise a person’s choices, rights and freedom
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as much as possible while balancing healthcare needs and safety for all.” (NSW
Health, 2020, p.9). The Policy Directive requires clinicians to “comply with relevant
legislation, understand the human rights implications of restrictive practices and
continually consider the principles of fairness, respect, equality, dignity and
autonomy, as well the safety of people accessing services, staff and others” (NSW
Health, 2020, p.9). The Policy Directive recommends a multidisciplinary team
approach to minimising the use of seclusion and restraints where “prevention occurs
at both a system level (therapeutic programs, models of care, built environment) and
an individual level (risk assessment, safety planning, positive behaviour support)”

(NSW Health, 2020, p.9).

Many nurse participants displayed sophisticated skills when minimising restrictive
practices and maximising the person’s sense of autonomy and dignity. The nurse
participants used these skills to avoid triggering behaviours of aggression, to de-
escalate episodes of conflict, and to take a flexible approach to routines in
consultation with the person with TBI. Nurse participants understood the human
rights implications of restrictive practices, and in their reflections, they mostly
promoted “principles of fairness, respect, equality, dignity and autonomy” (NSW

Health, 2020, p.9).

Nurse participants gave numerous examples of seeking least restrictive practices
while also being challenged by genuine concerns about falls, potential aggression,
and absconding. Not many patient participants referred to restraint use, perhaps
because those most affected may not have had capacity to participate in

rehabilitation. However, one patient spoke at length about the inappropriateness of

261



their restraint and the impact on their autonomy. It is not clear whether the restraint
use in that case was based on sound nursing assessment. However, this example
highlighted the tension between protecting the body of the person and affording a
person the ‘dignity of risk’. Risk-taking is a vital component of human agency; it
contributes to the enhancement of life quality, and it is an acknowledgement of
personhood (Ibrahim & Davis, 2013). However, part of nursing'’s role is to consider
the person’s capacity to cognitively engage in an assessment of risk, and the

severity of the associated potential outcomes.

An evidence check on restraints use in health settings (ACI, 2025) notes the now
interchangeable use of the terms ‘restrictive practice’ and ‘coercive practice’. Staff
are more likely to use restraints where they are unfamiliar with workplace
procedures, where they have less knowledge about restrictive practices, and where
they score lower on scales of empathy and leadership (ACI, 2025). Where a staff
member has previous experience of assault, or where they feel unsafe, they are
more likely to use restrictive or coercive practice (ACI, 2025). While use of restraints
and seclusion may be considered formal restrictive practices, a systematic review
(Hotzy & Jaeger, 2016) discusses research on informal coercion. Informal coercion
may include subtle interactions between two or more people, such as inducements,
persuasion, or the leveraging of an interpersonal relationship. Informal coercion may
also extend to threats, or forceable treatment, to achieve a specific clinical outcome
(Hotzy & Jaeger, 2016). While high quality evidence was scarce in this review,
informal coercion was widely used during therapeutic interactions. The use of
informal coercion was often unintentional and embedded in the therapeutic

relationship. While most clinicians and one-to two thirds of patients saw these
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practices as useful under certain circumstances, defendable informal coercion
required reflective practice and consideration of other alternatives (Hotzy & Jaeger,

2016).

While the TBI units participating in this study were locked, all research sites had a
built environment designed to promote a sense of freedom (an element of
personhood) in that they provided single rooms and access to an outside area,
including access from rooms used to separate some patients from others for safety
purposes. As a contextual factor, the built environment is crucial to the experience of
recovery after TBI, with key features being access to privacy and a sense of control,
an environment conducive to social support, and access to nature and other
activities (Colley et al, 2020). It should be noted that rates of seclusion are higher in

contexts where a seclusion room is available (ACI, 2025).

5.2.4 Engaging the patient as a person and personhood

The important social processes nurses used to engage the patient as a person
included understanding the personhood of the patient; understanding the capacity of
the patient; prioritising intentional communication; knowing the person, and

personalising care.

When introducing a discussion of engaging the patient as a person, it is useful to
consider the Grounded Theory study of “protecting personhood” by Didier et al.
(2023). This work explained the process people go through to find a balance
between being a person and a patient in an unfamiliar hospital environment. Didier et

al. (2023) theorise that people move through the following stages: a) introspection
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(where they become aware of, and oscillate between, their dual identities of person
and patient; b) preservation (where the person attempts to transmit signs about their
need for personhood in order to seek a balance between personhood and
patienthood); c) rupture (where personhood is ‘wrecked’ as health professionals fail
to meet the expectations of the person, causing an imbalance between personhood
and patienthood, and an objectification that leads to the person’s avoidance of,
evasion of, and withdrawal from, care engagement); and d) reconciliation (where the
person looks for in-the-moment opportunities to find balance to restore their
personhood, usually before a sense of complete rupture is perceived). The
importance of the findings of Didier et al. is that personhood is lost and regained
during in-the-moment social interactions with health professionals. This finding
means that there exists an opportunity for nurses to focus on those social
interactions that can have such a profound effect on the persons experience of

personhood in care.

During the delivery of rehabilitation care, multiple strategies were used by nurses to
facilitate engaging the person who is the patient. These strategies align with the
Australasian Rehabilitation Nurses’ Association Competency Element 1.2 requiring
that a nurse “actively seeks to understand each individual in their context and

possess a sense of their personhood” (ARNA, 2023, p.11).

5.2.4.1 Understanding the capacity of the person

In understanding the capacity of the person, nurse participants directed questions to
the person about what they needed and what worked for them (for example,

regarding movement, mobility, and ADLs). The nurses combined this learning,
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gained through engagement with patients, with information from allied health
clinicians so that they were able to fill in the gaps’ in rehabilitation care. In
developing a ‘capability framework’ for rehabilitation, understanding a person’s
capacities allows clinicians to talk about choices, which helps a person “choose and
realise aspects that are of value to them” (Pijpers et al, 2025, p.772). In assessing
functional capacity in rehabilitation, important elements to understand are the
“beings and doings” of function that people value, such as exercising, resting, and
belonging to a family and community. This assessment also considers the current
freedoms and opportunities a person has, their ability to make choices, and the
social, environmental and personal factors that convert the person’s resources into
capacities (Pijpers et al, 2025). Nurses were mindful that understanding the capacity
of the person begins with in-the-moment assessments of the individual’s current
capacities. This is supported by the ARNA Competency Element 1.4, which “focuses

on each person’s abilities and strengths” (ARNA, 2023, p.11).

In understanding the capacity of the person with cognitive impairment, this study has
demonstrated that nurses were less likely to consider a person as credible when
they had reduced cognitive capacity. Specifically, they were deemed less reliable
informants about their care, and less reliable decision makers. This is an important
finding because literature has shown that care is frequently perceived as undignified,

infantilising or dehumanising for people with cognitive impairment (Cain, 2025).

5.2.4.2 Understanding the personhood of the patient

This study’s findings reveal how rehabilitation nurses understand the personhood of

the patient through items of personal significance, such as photographs and familiar
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objects from home, and via conversations with family members. While these
practices were accepted in these rehabilitation units, individual nurses used them as
purposeful social processes with therapeutic intent. Research demonstrates that the
display of photographs at the bedside has a positive impact on a person’s dignity,
stimulates nurse and patient conversations, and complements patient-derived
delivery of meaningful care by clinicians (Mendelson et al., 2023). A photograph
including human figures engaged in meaningful tasks in real world settings may be
particularly useful for people with TBI (Thiessen et al., 2017). This type of
photograph also humanises patients and generates a positive work experience for
clinicians. Photographs remind nurses and other clinicians that the person has
important relations with others, and improves the person’s sense of belonging

(Mendelson et al., 2023).

5.2.4.3 Prioritising intentional communication

Key requirements during patient-nurse care interactions should include consideration
of the person’s feelings of personal autonomy and dignity, and whether they perceive
they are being heard and understood (Didier et al. 2023). Three factors are key to
protecting personhood: the provision of consistent information that is meaningful to
the person; making the person feeling safe during care; and receiving assurances
that they are heard by others when personal choices are raised (Didier et al., 2023;

Monaro, et al. 2018).

The nurses participating in this study employed a range of intentional communication
strategies that used knowledge gleaned from photos, personal items, and

discussions with the family members to trigger meaningful conversations that
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connected to constructions of personhood. Scholars have demonstrated that nurse-
patient conversations that may first appear as ‘idle talk’ can have therapeutic intent
and enhance a patient’s sense of inclusiveness (Gullick et al., 2020). More focused
conversations — for example, exploring the patient’s care preferences — require time,
space, the nurse’s commitment, and an in-the-moment intermingling with care
(Monaro, et al. 2018; Gullick et al., 2020). Intentional communication practices are
associated with improved person-centred care outcomes, better self-esteem and
satisfaction with life, and improved psychological, physical, and mental health for

people receiving care (Sharkiya, 2023).

5.2.4.4 Knowing the person and personalising care

A number of well-recognised models of nursing clinical judgement (Tanner, 2006;
Dowding et al. 2016 ) recognise the critical importance of knowing the person for
patient assessment and personalised care. Knowing the person includes
understanding the person’s background, the context of their health challenges, and
the important relationships that underpin their recovery (both personal and with
clinicians) (Tanner, 2006). Knowing the person allows the nurse to pre-empt
situations that may challenge personhood and to notice when things change (for
example, physical integrity, or progress towards or away from rehabilitation goals).
Knowing the person encompasses the identification of risks for the person and
caregivers, the use of the ‘right’ resources to deliver care, and the utilisation of
person-centred approaches (Block et al., 2023). This type of nursing assessment
facilitates emotional care to support the person’s adjustment to the biographical

disruption arising from their injury (Baker et al., 2019).
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In a meta synthesis of studies that explored ‘being-with in the nurse-patient
relationship’ (Gullick et al., 2020), the construct of knowing the person required the
nurse to actively seek a connection with the person in ways that encompassed all
their humanness, and this reflected a degree of intimacy not found in most
professional relationships. Some nurses framed their nursing identities around what
the person “gave them” when care was authentic, and this required nurses to see
their own being, and that of others in a certain way. This approach required nurses to

view their role as “more than just a job” (Gullick et al., 2020, p. 654).

An important sequelae to knowing the person is the nurse’s intention to humanise
and personalise care (Benner et al., 2009). Personalising of care entails tailoring it
towards what is unique and of significance to the individual and it contributes to the
promotion and preservation of personhood (Bell, 2022; Mendelson et al., 2023). A
nurse’s intention to humanise and personalise care was explained as a contextual

factor in this study: in nurses values, beliefs and experiences.

This study’s findings indicated that individual nurses differed in their approach to
practice. While some nurse data indicated that their values, beliefs, and experiences
positively influenced how they interacted with or provided patient care, other data
indicated that some nurses seemed to slavishly follow guidelines and orders and
seemed more inclined to attribute lack of personalised care to things like staff
shortages. The data also indicated that less experienced nurses were more likely to
be focused on the task at hand and not on the patient as a whole. Many (but not all)
nurse participants believed that those with more experience were more likely to

address the person as a whole and thereby accommodate more elements of
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personhood in their practice. A study (using a validated survey tool) that links the
beliefs of dementia care professionals with care that promotes personhood finds a
positive correlation between years of clinician experience and personhood scores

(Koswatta, et al., 2025).

5.2.5 Handing over the baton
5.2.5.1 Taking-in-the moment opportunities to promote self-care

During handing over the baton, the participating nurses privileged and prioritised the
agency of the person who is the patient. The nurses’ main aim was to encourage the
person to participate in self-care activities, while working with the limitations imposed
by TBI. Promoting personhood while handing over the baton was framed by the idea
that the person was moving toward a new normal. Orem (2001) provides, perhaps,
the most influential theoretical foundation for rehabilitation nursing assessment and
practice. Orem’s Self-Care Deficit Theory refers to three systems. The first system is
a wholly compensatory system, whereby the nurse determines through assessment
that they must perform all care for the patient. The second system is partially
compensatory, whereby there is a mingling of nurse and patient involvement in self-
care according to specific deficits. The third system is supportive-educative, whereby
the nurse encourages and teaches the person in ways that support the potential for
growth in self-care (Orem, 2001). Orem’s work on self-care speaks to personhood as
it identifies human agency, enacted through structured relationships and the sharing
of responsibility, as central to determining needs and creating practical inputs that
support self and others (Orem, 2001). This theory explains how nurses in this study

carefully sought strategies to connect with people, sought their input into care in

269



flexible ways, and determined what they could do between them to achieve

rehabilitation goals.

There were many examples of nurses carefully and tactfully assessing a person's
ability to complete a self-care task and using this assessment to encourage the
person to move beyond their comfort zone in task completion. In doing so, nurses
were led by the person in deciding whether this stretching of capacity felt appropriate
for them at that time. These subtle and highly skilled interactions meant that patients
could grow their self-care capacity, while feeling safe. These activities occurred
through “coaching patients to self-care”, which is seen as a primary responsibility of
rehabilitation nursing (Pryor, 2009, p.79). This type of coaching is structured firstly
through “easing the person into rehabilitation” by socialising them to the philosophy
and practices of rehabilitation. Secondly, rehabilitation nurses “maximise patient
effort” through teaching, cueing, prompting, and encouraging the person’s efforts to
keep trying, while downplaying failures and arranging the physical environment to be
more accommodating. Finally, rehabilitation nurses provide “graduated assistance”

through a staged removal of compensatory nursing care (Pryor, 2009, p.82).

Nurses’ capacities to work within a partially compensatory or supportive educative
mode were constrained by the pressure to get the person to allied health therapy
sessions on time. While getting the person ready for therapy was important for
nurses, accomplishing such tasks in a timely manner required doing things for the
person (wholly compensatory) rather than doing things with them. This emphasis ran
counter to the goals of rehabilitation. While partially compensatory and supportive

educative strategies promoted independence and maximised the person’s input,
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these strategies were time-intensive. Pryor (2008) has found that nurses are
pressured and frustrated because they need to take short-cuts to have patients
ready for allied health sessions. This pressure, which likely arises from the practical
need to organise structured rehabilitation delivery, nonetheless presents as a missed

opportunity to promote autonomy and personhood.

5.2.5.2 Acknowledging and addressing discharge anxiety

The nurses participating in this study identified patient discharge anxiety as an
impediment to their preparing for life outside of inpatient rehabilitation. Participants in
a study by Turner et al. (2009) described their approaching discharge as “stressful’
and “overwhelming”. Nalder et al. (2012) reported depression, emotional distress
and high anxiety levels among family members during the discharge phase . Specific
sources of discharge anxiety included concerns about capacity for self-care, being
dependent on other or unfamiliar people, family and caregiver strain, and potential
difficulty with social and work integration (Keenan & Joseph, 2010; Nalder et al.,
2012; Turner et al., 2009a; Turner et al., 2011b). Discharge anxiety may lead to
psychological changes arising from simply moving from one location to another,
which has been described as relocation stress (Genis et al. 2016). Relocation stress
may be intensified by the length of time many people with TBI spend in inpatient
rehabilitation. The provision of psychological support during the early discharge
phase can facilitate emotional adjustment and help alleviate relocation stress
(Stenberg et al., 2022; Turner et al. 2011c). Loflin et al. (2025) designed a novel
intervention for transitional care which lessened discharge anxiety in TBI by
providing tailored periodic social support and education for patients, families and

carers.
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In a multivariate analysis of factors contributing to discharge anxiety (Genis et al.,
2016) perceived self-efficacy explained 69% of the variance. Self-efficacy mediated
the effects age and internal health control beliefs which were also important
contributors to discharge anxiety (Genis et al., 2016). While self-efficacy is to some
degree inherent (Genis et al., 2016), graded pre-discharge activities, such as the
care transitional activities described by participants in this study, may support
patients’ sense of control over their situations, improve patient’s quality of life and
lessen caregiver strain post discharge (Oyesanya et al., 2022).

5.2.5.3 Considerations for personhood when preparing for discharge

In preparing for discharge for people with altered cognitive capacity, nurse
participants engaged with substitute decision-makers. Literature suggests that, in
regard to these engagements, nurses utilise trust-building strategies (being present
in care, attentive, actively listening, and engaged). The utilisation of these strategies
enables the nurses to ascertain what values matter the most for substitute decision-
makers (Cresp et al., 2022). Because of their understanding of relational
personhood, when nurses address the values of the substitute decision-makers they
might also access the values of the person by proxy. The substitute decision-makers’
trust in nurses includes the hope that their loved one’s wishes will be supported even
in the substitute decision-maker’s absence (Cresp et al., 2022; Momiyama et al.,

2023).

Rehabilitation nurses have a major role to play in preparing the person for discharge.
These nurses support the person’s return to community living and they educate the
person so that they can transfer new skills into their daily activities of living

(Christiansen & Feiring, 2017; Eghbali et al., 2020). This study’s findings indicated
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that nurses rely heavily on organisational structures such as training programmes
and transitional living units when preparing for discharge. The use of transitional
living units is an effective intervention that supports the person with a TBI to
gradually move from inpatient rehabilitation to community living (Genis et al., 2016).
Nurses also rely on third-party funders and service providers, such as the NDIS and
iCare. These funders and providers are key community decision-making agencies in
relation to several aspects of the person’s care that need facilitation during handing

over the baton.

The practice of celebrating handing over the baton recognised when the person
reached the milestone of discharge readiness; a major achievement for people with
TBI. While the celebration of discharge from rehabilitation was only a ritual at one
site, the practice represented a rite of passage that the person went through to
disconnect from the inpatient clinical world and connect to the community. In relation
to recovery from TBI, an older study by Gutman (1999) discusses rites of passage as
social events through which one’s achievement is acknowledged by members of the
community. Rituals, such as celebrating the completion of TBI rehabilitation, may

decrease the person’s anxiety (Gutman,1999) at the point of handing over the baton.

5.3 Strengths of the study

5.3.1 A strong application of symbolic interactionism

This thesis demonstrates the rigorous application of Constructivist Grounded Theory
(CGT) methodology (Charmaz, 2006, 2014, 2025), underpinned by the guiding
theory of Symbolic Interactionism. Symbolic Interactionism, which has been applied
widely across other robust nursing studies (Chamberlain-Salaun et al., 2020; Ligita

et al., 2019; Nowell et al., 2025), provided a strong analytic structure for this study.
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Symbolic Interactionism led me to view the interchange of symbolic actions by
nurses as acting units with other agents, such as people with a lived experience of
TBI, family members, other clinicians, and their institutions. These symbolic actions
influenced if, and how, common meanings were generated between acting units as
they worked towards promoting and preserving personhood in care. In line with
symbolic interactionism, my analysis demonstrated that one’s sense of self, situation
and society are socially constructed, and that meanings and actions are moulded
and shared through language and symbols (Blumer, 1969; Charmaz et al., 2019;
Stern & Porr, 2011). Participant exemplars illuminated the reciprocal relationship
between how people acted and how these interactions then fed into an interpretation

of social situations.

During my time in the field, it was frequently evident that symbols shape meanings
during social interactions. As some of my research participants with TBIl were
experiencing the injury sequelae that affected their ability to speak, to verbally
express their feelings about complex situations, or to verbally convey their personal
care needs, | frequently relied on the symbols that | observed in the field. These
symbols included body language, sign language, items in the patients’ rooms, and
patient gestures to generate meanings based on my interpretation of what they
represented or conveyed. The use of symbolic interactionism enabled me to raise
theoretical questions about social behaviours and consider the contexts in which
research participants existed and related (Charmaz, 2014; Benzies & Allen, 2001;

Handberg et al., 2015; Simmons et al., 2022).
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Symbolic interactionism allowed me to understand how interactive social processes
were created between participant groups and how these processes were sustained
(Carter & Fuller, 2016), partly through a striving towards shared goals, and partly
through contextual factors that shaped the possibilities for outcomes. This theoretical
perspective allowed me to focus on the interpretation of these subjective
perspectives at the micro-level (Charmaz et al., 2019). Practical tools for analysis
encompassed my initial use of Denzin’s (2001) techniques to break down analysis
into interactions, symbols/language and meanings. | then refined my analysis
through the application of the “triadic nature of meaning” (Blumer, 2003, p. 142). In
this analytic structure the meaning of a gesture signified: 1) what the person reading
the gesture is directed to do; 2) what the person who sends the gesture is planning;
and 3) what combined action results from these exchanges of meaning. These
analytic strategies, drawn from symbolic interactionism, helped me move from a

description of themes to an interpretation of interactions between acting units.

In explaining how rehabilitation nurses responded to multiple and demanding
decision-making actors, Blumer’s analytic structure helped to reveal the ways in
which nurses assess situations, what they prioritise, how they initiate an interaction
which has an underlying intent, and how the receiver then understands and
responds to that message. The number of actors with whom the nurse has to
negotiate (the number of dance partners), the ‘wriggle room’ in a directive (the
flexibility of the dance steps), and the concordance between dance partners
(whether the actors are in-step with each other) influence the extent to which the

joint goals of progressing rehabilitation and promoting personhood are achieved.
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How these in-the-moment interactions become normalised by acting units over time
can define and structure group life. Applying Blumer’s (1962) ideas, the social
organisation of the rehabilitation unit is a space where a collection of acting units
independently construct their own actions under conditions that are influenced by
social roles (such as role descriptions, or one’s status as a patient or family
member), social systems (ways of working), culture (what is prioritised, valued and
made possible), and social stratification (what elements of power and hierarchy

shape possibilities and agency).

5.3.2 Multicentre study with multiple data sources

Multiple sources of data — interviews and field observations across three participant
groups — strengthened this study’s findings (Turner, 2016). | was able to ask
questions of the participants in the field when | observed something that needed
clarification. Spending extensive time in these rehabilitation units, and recording field
notes, provided further insights that aligned with, expanded, or led me to revise, my

understanding of the interview data.

The study’s multi-centre design enabled me to have access to a robust sample size
of 67, which supported theoretical saturation and helped me to identify the influence
of local management, policies and resources, and increased the sample diversity,
clinical relevance, and transferability of the findings (Cheng et al., 2017; Das, 2022;
Jo, 2020). This design is especially relevant given the variance in the rigidity of
guidelines used across centres. The integrative review on personhood (Chapter 2)
revealed a lack of primary research studies that incorporate data across patient,

family, and nurse cohorts (Kivunja et al., 2024). This study included diverse

276



participant cohorts, who demonstrated when and how care that promotes
personhood is received, and how that care either supports or undermines
rehabilitation goals. My understandings of the data were tested and challenged
during supervisory team meetings when the team compared insights and helped to

reconcile analytical thoughts (Turner, 2016).

5.4 Limitations of the study

The population of NSW in Australia is among the most culturally and linguistically
diverse in the world, with almost one-third of citizens born overseas and one-quarter
speaking a language other than English at home. People from NSW represent 310
cultures, 283 language groups, and practice 139 religions (Multicultural NSW, 2025).
Because of the reliance on semiotic interpretation of interview text, people who were
not fluent in English were excluded from participation. Consequently, this study does
not contribute to an understanding of the promotion of personhood for people with

low English proficiency.

In this study, there were people receiving inpatient rehabilitation care who did not
meet the ethical threshold for capacity to provide consent or to fully participate. They
were, therefore, not recruited. These people are perhaps most vulnerable to care
that attenuates personhood. While | sought proxy access to such stories via family
members, their direct experiences remain unknown. This limitation is particularly
relevant as these people may have been more exposed to the routine use of

restraint and seclusion, with potentially greater impacts on personhood.
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5.5 Recommendations to promote personhood
through nursing practice, education, policy, and
research

5.5.1 Recommendation 1: Promote interdisciplinary team practices
Nurses should be fully integrated into the rehabilitation team structure and
considered equal members of the team (Gutenbrunner et al., 2021). Rehabilitation
services providers should consider a formal process to promote interdisciplinary
practices in order to design, enact, and maintain collaborative initiatives that are
effective in promoting and preserving personhood for people with TBI. Nurses may
benefit from the embedding of negotiation skills in undergraduate education
programs.

Justification: An interdisciplinary approach can address the key challenges this
study identifies for delivering care that promotes personhood. These challenges
include communication barriers, differing disciplinary and workplace cultures, and
unequal power and conflicting priorities between disciplines. Christophers et al.
(2025) establish the differences between multidisciplinary and interdisciplinary teams
in rehabilitation practice that have potential to influence patient outcomes. ARNA
performance criteria 6.4 stipulates that the rehabilitation nurse “actively participates
in clinical meetings to negotiate each person’s goals, and develop and review the
rehabilitation plan” (2023, p.25). This active participation is difficult to achieve when
nurses are excluded from MDT forums. Multidisciplinary rehabilitation teams reflect
traditional healthcare system hierarchies, with disciplines working in parallel on
different elements of patient care. Alternatively, interdisciplinary rehabilitation teams
and practices have a blurring of the lines between disciplines. There is greater

collaboration, with disciplines working together to prioritise and solve problems.
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These interdisciplinary team approaches are demonstrated to outperform
multidisciplinary teams because of their ‘bottom-up’ approach to practice change,
and their commitment to long-term coalition-building (Korner, 2010). Interdisciplinary
team approaches have led to improved patient outcomes, more successful

teamwork, and improved staff satisfaction (Korner, 2010).

Instigating such change to team practices requires an across team approach that
incorporates early discussions about power and hierarchy and their influence on
effective team functioning (Christophers, 2025). This approach is also facilitated by
the embedding of interdisciplinary education at undergraduate level as an expected
way of working (O’Leary et al., 2023; Dyess et al.. 2019). Negotiation is a common
and important element of interdisciplinary care and a vital tool for organising work in
healthcare settings (Clay-Williams et al., 2018; Moustafa et al., 2025). However, this
skill may be missing in undergraduate health education programs (Conway et al.
2025). Developing nurses’ negotiation skills may better equip them to contribute their
disciplinary expertise and their deep knowledge of their patients and their patients’
families to enhance team decision-making and to promote personhood in
rehabilitative care. The ARNA (2023) competence standards, performance criteria
6.4 stipulates that the nurses “actively participate in clinical meetings to negotiate
each person’s goals, and develop and review the rehabilitation plan” (p.25). This is

difficult to achieve when nurses are excluded from MDT forums.

5.5.2 Recommendation 2: Facilitate early family engagement in
rehabilitation

Rehabilitation service providers should facilitate early family engagement in

rehabilitation.
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Justification: Better outcomes have been reported when early family engagement is
prioritised for people with moderate to severe TBI (Foster et al., 2012). This study
revealed that, in some cases, the requirement for prior training and clearance from
allied health was a key barrier to early family engagement. If this controversial
practice of mandating prior training is retained, it should be facilitated early and
systematically for significant others who wish to be involved in personal care. The
seemingly ad hoc nature of its current application hinders the harnessing of family
member input, which is a problem because family member input can contribute
positively toward reconstructing personhood post TBI. Early family engagement in
rehabilitation allows for timely emotional connectedness between people with TBI
and their families (Leith et al., 2004) and supports the transfer of knowledge about
how key aspects of the person’s care are managed. Family members can then apply

these learned skills during home stays following discharge.

Education for family members and caregivers about ongoing impacts for the person,
family and long-term progression should be commenced in the early stages of
rehabilitation rather than left for later stages. Early acquisition of knowledge by family
members can decrease anxieties at discharge (Horn et al., 2017; Loflin et al., 2025)

and facilitate transitioning from rehabilitation to home or other external care settings.

5.5.3 Recommendation 3: Support least restrictive practice

The least restrictive practice should be considered in all situations that warrant
supporting the person when behaviours that others consider to be challenging are
observed. Education and policies that align with this strategy should be considered

including restraint prevention and early intervention strategies, therapeutic and safe
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last resort strategies, and continuous reflection aimed at progressive skills
development (Australian Health Minister’s Advisory Council, 2016).

Justification: Restraint use can have consequences for patients, families,
caregivers and staff (Belayneh et al., 2024; Carrier et al., 2023). NSW Health (2020)
has a robust policy to support least restrictive practice. Even with this policy in place,
some nurses and patients were distressed by restraint use and its impact on
personhood. Least restrictive practice may be implemented to different levels
internationally, influenced by resources, the built environment, staff educational
preparation, and wider workplace culture and society. Evidence-based clinical
practice guidelines for restraint use should be used to inform education, training,
partnering with interprofessional teams, families and carers, while placing patients at
the centre of care (Cui et al., 2023). A 2019 Australian Royal Commission into
Violence, Abuse, Neglect and Exploitation of People with Disability sought an expert
review on reducing the use of restrictive practices, and of evidence-based
alternatives (Cortis et al., 2023). One useful bundle was the “Six Core Strategies”: an
evidence-based systems approach that, when treated as a bundle, may support
least restrictive practice. These recommended strategies are: “1) Leadership toward
organisational change; 2) Use of data to inform practice; 3) Workforce development;
4) Use of seclusion and restraint prevention tools; 5) Consumer roles in inpatient
settings; and 6) Debriefing techniques” (Cortis, et al., 2023). While formal restrictive
practices are widespread and often supported by organisations for safety reasons,
the notion of informal coercion should receive attention in practice development
strategies. The provision of education for all clinicians on informal coercion using
case studies, workshops and group work via multidisciplinary sessions should be

priotised to improve awareness of this issue (Eskandari et al., 2018).
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5.5.4 Recommendation 4: Research recommendations

Future research could expand the scope of this investigation of social processes that
nurses use to promote and preserve personhood following TBI to include intensive
care units, acute care wards, and emergency departments.

Justification: As these more acute settings see people at different stages of
recovery, where they may be more vulnerable to threats to personhood, the findings
of this study set in inpatient rehabilitation may not necessarily be extrapolated to

those care environments.

Further research could also be undertaken on informal coercion.

Justification: Although informal coercion is widely used in healthcare settings, there
is limited high quality research evidence relating to how staff understand the practice
and how they may avoid it (Hotzy & Jaeger, 2016). More robust studies should be
considered to explore this gap in healthcare services delivery with the aim of
improving patient outcomes. These studies could inform structured education that
could sensitise clinicians to the adverse impacts of informal coercion practices, as
has been recommended in a systematic review of informal coercive practice

research (Hotzy & Jaeger, 2016).

Further research should be conducted on the views of allied health staff working in
TBI rehabilitation. This research should focus on allied health staff attitudes towards
the role and autonomy of nurses in inpatient rehabilitation, their views on how the
contributions of these disciplines currently intersect, and what they see as the

barriers to, and opportunities for, stronger interdisciplinary team practices.
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Justification: This study’s findings revealed that the nurse participants perceived a
divide between the disciplines of allied health and nursing in inpatient TBI
rehabilitation. This divide impacted the nurses’ capacities to provide care that
preserved and promoted personhood. Undertaking research to explore how allied
health staff understand the role, scope of practice, and unique disciplinary expertise
of nurses could provide a firmer basis for collaborative interdisciplinary care and for

the championing of quality healthcare services for people with TBI.

5.6 Conclusion

This study developed the Theory of Dancing with Agency, which explained the social
processes that nurses use to promote and preserve personhood for people receiving
inpatient rehabilitation care following TBI. This study identified three important non-
linear components of this nursing care: protecting the body of the person, engaging
the person who is the patient, and handing over the baton. The main concern of
nurses related to their engagement with multiple and demanding decision-making
actors, who they encountered in their everyday practice. Nurses responded to this
main concern using the basic social process of Dancing with the Agency of other
dance partners. Symbolic interactionism supported the development of insights into
these other dance partners as acting units who either initiated or responded to
language or symbols that carried meaning. Dance partners included people with TBI,
their family members, other nurses and clinicians, policies, guidelines, and other
institutional structures. Depending on the number of dance partners involved, the
flexibility of the dance steps, and the concordance between dance partners, the

resulting action either empowered or constrained nurse agency, supported or
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challenged patient autonomy and personhood, and influenced the pursuit of

rehabilitation goals.

In protecting the body of the person, nurses used thoughtful and skilled approaches,
based on routines that patients found reassuring. However, nurses had to balance
the sometimes-competing priorities associated with care that preserved and
promoted personhood and those associated with care that was more risk-averse.
While nurses sought collaboration with patients, families, and allied health team
members, safety considerations, risk avoidance, and the assumed power of allied
health guidelines could dominate their decision-making. Falls risk, and behaviours
that others found challenging, resulted in a restrictive environment and restraint use
that could be both a safety strategy and, at the same time, a confronting practice for
nurses, patients, and family members. Due to an inadequate staffing and or skill mix,
nurses were at times unable to provide adequate care and supervision. This inability
contributed to the use of informal coercion and restraints, as well as to missed care
events, to the placing of an increased burden of care on family members, and to the
reduction of the time available to nurses to provide care that prioritised personhood.
Because of the demands of providing patient and family care, nurses felt mentally

and physically drained.

In engaging the person who is the patient, nurses used sophisticated strategies to
get to know the person, their previous life, and the elements that connected the

person with TBI to their personhood. While these strategies were incorporated into
institutional ways of working, they were also dependent on the values, beliefs, and

experience of the individual nurse, and the intentional communication strategies they
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employed for knowing the person and individualising care. In handing over the baton,
nurses undertook a nuanced approach to finding a balance between doing things the
person with TBI could not do for themselves and encouraging them to stretch
beyond their comfort zone in safe and supported ways to reach their rehabilitation
goals. Finding this balance required in-the-moment assessments of the dynamic
capacity of the patient. Important structures supporting a patient’s readiness for
discharge included patient, family, and carer education, linking with community
support providers, assisting the person and family to overcome discharge related
anxiety, and celebrating discharge. Rigid and ineffective team practices negatively
impacted care that preserved and promoted personhood particularly while protecting

the body of the person and handing over the baton.

Recommendations for practice, policy, education and research include: a
strengthening of interprofessional team practices; early and appropriate engagement
of families in care where they desire it; a revisiting of least restrictive practice,
including reflection on informal coercion; and further research that explores
personhood in acute and critical care settings. While this study has revealed
rehabilitation nurses’ perceptions of their exclusion from multidisciplinary team
decision-making, it is unclear how the role of nursing is viewed by other disciplines
providing TBI rehabilitation. Further research on this question could provide the basis
for more collaborative team practices that maximise the contribution of nursing

expertise and produce the best outcomes for patients.
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7 APPENDICES
7.1 Appendix 1: ETHICS DOCUMENTS

7.1.1 Appendix 1.1A: Initial HREC Approval

Contget:  Sydney Local Health District Humen Research Ethics Commities — CROGH
Concord Repairiation General Hospital {CRGH |
Concord NSW 2179

Telephane: 02) 9767 5622
Email: SLHD-ConcordE thics @ health now. gov.au
Local Rej: CHEX& 013186
CONCORD
REPATEIATION GENERAL
HOSPITAL
10 February 2020

AfProf Janice Gullick

Ci- Mr Stephen Kivunja

Faculty of Medicine & Health, University of Sydney
Camperdown NSW 2006

Dear AfProf Gullick,

Re: Local reference number: CHE2/6/2019-18
REGIS ethics application number: 2013%/ETH13511
REGIS project ID number: 2019%/PID15131
Project title: Social processes that promote and preserve personhood in Traumatic
Brain Injury nursing care in hospital and rehabilitation setfings

Thank you for submitting the above research proposal for single ethical and scientific review.
This project was first considered by the Sydney Local Health District Human Research Ethics
Committee — CRGH at its meeting held on 28 November 2019. This Human Research Ethics
Committee (HREC) has been accredited by the NSW Ministry of Health as a lead HREC
under the model for single ethical and scientific review.

This lead HREC is constifuted and operates in accordance with the National Health and
Medical Ressarch Council's National Stafement on Ethical Conduct in Human Research and
the CPMP/ICH Note for Guidance on Good Clinical Practice.

| am pleased to advize that final ethical approval has been granted on the basiz of the
following:

* The research project meets the requirements of the National Statement on Ethical
Conduct in Human Ressarch.

The documents reviewed and approved include:

IDENTIFICATION DATE
NUMBER
Human Research Ethics Application (HREA) Version 2 03/M12/2019
Protocol \Version 2 08/01/2020
Master Patient Opt-out Consent Form Version 1 08/01/2020
Master Family Consent Form ‘ersion 2 08/01/2020
Master Nurse Conseant Form Version 2 080172020
Master Patient Consent Form Version 2 0&/01/2020
Master Proxy Consent Form ‘ersion 2 08/01/2020
Data Collection Form Nurses \Version 1 08/01/2020
Data Collection Form MNurses Version 1 0&/01/2020
Data Collection Form Patients Wersion 1 08/01/2020
Master Family Participant Flyer Version 2 0&/01/2020
Master Nurses Flyer Version 2 0&8/01/2020
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Master Framework for observation Version 1 14/11/2019
Guide to determining capacity for consent and suitability Version 1 08/01/2020
for participation

Master Interview Guide Family Version 1 14/11/2019
Master Interview Guide Nurses Version 1 14/11/2019
Master Interview Guide Patients Version 1 14/11/2019
Master Introductory Letter Family Version 2 08/01/2020
Master Introductory Letter Nurses Version 2 08/01/2020
Master Introductory Letter Patients Version 2 08/01/2020
Participant Distress Protocol Version 1 14/11/2019
Master Participant Information Statement Proxy Version 2 08/01/2020
Master Participant Information Statement Family Version 2 08/01/2020
Master Participant Information Statement Nurses Version 2 08/01/2020
Master Participant Information Statement Opt-out Patients | VVersion 2 08/01/2020
Master Participant Information Statement Patients Version 2 08/01/2020
Research Data Management Plan Version 1 08/01/2020
Stop sign for Interviews Version 1 08/01/2020

The HREC has provided ethical and scientific approval for the following sites:

1.
2.
3

Concord Repatriation General Hospital

Royal north Shore Hospital

Royal Rehab, Ryde — It is noted that Royal Rehab is a Schedule 3 Affiliated Health
Organisation under the Health Services Act and is able to be reviewed by a Public
Health Organisation as a Public Health Site. Under this Schedule, an External Entity
Agreement is not required.

You are reminded that this letter constitutes ethical approval only. You must not
commence this research project at any site until you have submitted a Site Specific
Assessment (SSA) Form to the Research Governance Officer (RGO) and received separate
authorisation from the Chief Executive or delegate at that site.

Please note the following conditions of approval:

1.

HREC approval is valid for five (5) years subject to the supply of an annual progress
report. The first report should be sent to the HREC by 10/02/2021. You must alsc
provide an annual report to the HREC upon completion of the study.

You will adhere to the study protocol at all times.

Proposed changes to the research protocol, conduct of the research, or length of
HREC approval will be provided to the HREC for review.

You will notify the HREC, giving reasons, if the project is discontinued at a site before
the expected date of completion.

You will immediately report anything which might warrant review of ethical approval of
the project, including unforeseen events that might affect continued ethical
acceptability of the project, (including Significant Safety Issues).

HREC approval is granted on the assumption that all students and early career
researchers are adequately supervised by the principal and senior investigators on a
project. This supervision would ensure that all privacy concerns are met (including the
completion of confidentiality agreements by participating students) and that both
students and participants are supported in the conduct of the study in line with the
approved research protocol.
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7. In the current format, the Data Collection Forms containg identifiable data. The
identifiable data must be separated into a Master Code Sheet as a condition of this
approval.

Should you have any queries about the HREC's consideration of your project please contact
the Executive Officer - (02) 9767-5622. The HREC Temms of Reference, Standard Operating
Procedures, membership and standard forms are available from the website:

hitps:iiwww.slhd nsw.gov.au/concord/Ethics/Ethics.html

We wish you every success in your research.
Please guote the local reference number at the top of this letter in all correspondence.

Yours sincerely,

Professor David Le Couteur
Chair

Sydney Local Health District Human Research Ethics Committee — CRGH
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7.1.2 Appendix 1.1B : Revised HREC Approval

Contact: Sydney Local Health District Humen Research Ethics Commities — CROGH
Conoord Bepatristion General Hospital (CRGH |
Concord NSW 2139

Telephane: (02) I76F F622
Email- SLHD-ConcordE thics @health nsw. gov.su
Locat Rey: CHOY& 019186
CONCORD
REPATRIATION GENERAL
HOSPITAL

10 February 2020 - Reviged 10 September 2020

AfProf Janice Gullick

Cl- Mr Stephen Kivunja

Faculty of Medicine & Health, University of Sydney
Camperdown NSW 2006

Dear AfProf Gullick,

Re: Local reference number: CHE2/6/2019-18
REGIS ethics application number: 201%ETH13511
REGIS project ID number: 2019/PID15131
Project title: Social processes that promote and preserve personhood in Traumatic
Brain Injury nursing care in hospital and rehabilitation setiings

Thank you for submitting the above research proposal for single ethical and scientific review.
This project was first considered by the Sydney Local Health District Human Research Ethics
Committee — CRGH at its meeting held on 28 November 2019. This Human Research Ethics
Committee (HREC) has been accredited by the NSW Ministry of Health as a lead HREC
under the model for single ethical and scientific review.

This lead HREC is constituted and operates in accordance with the Mational Health and
Medical Research Council's National Stafement on Ethical Conduct in Human Research and
the CPMP/ICH Note for Guidance on Good Clinical Practice.

| am pleased to advise that final ethical approval has been granted on the basis of the
following:

* The research project meets the requirements of the National Sfatement on Ethical
Conduct in Human Research.

The documents reviewed and approved include:

IDENTIFICATION DATE
NUMBER
Human Research Ethics Application (HREA) Version 2 03/M12/2019
Protocol Version 2 0&/01/2020
Master Patient Opt-out Consent Form Mersion 1 08/01/2020
Master Family Consent Form Version 2 0&8/01/2020
Master Nurse Consent Form ‘ersion 2 D8M0142020
Master Patient Consent Form Version 2 0&/01/2020
Master Proxy Consent Form Version 2 0&8/01/2020
Data Collection Form MNurses Version 1 08/01/2020
Data Collection Form Nurses \ersion 1 08/01/2020
Data Collection Form Patients Version 1 08/01/2020
Master Family Participant Flyer Version 2 0&8/01/2020
Master Nurses Flyer ‘ersion 2 08/01/2020

Page |

331



Master Framework for observation Version 1 1411172019
Guide to determining capacity for consent and suitability Version 1 D&M1/2020
for participation

Master Interview Guide Family \Version 1 14/11/2019
Master Interview Guide Murses Version 1 1471172018
Master Interview Guide Patients Version 1 14/11/2019
Master Introductory Letter Family Version 2 0&/01/2020
Master Introductory Letter Nurses Version 2 0&8/01/2020
Master Introductory Letter Patients Version 2 0&/01/2020
Participant Disiress Protocol Wersion 1 14/11/2019
Master Participant Information Statement Proxy Version 2 0&/01/2020
Master Participant Information Statement Family ‘ersion 2 08/01/2020
Master Participant Information Statement Nurses Mersion 2 0800172020
Master Participant Information Statement Optout Patients | Version 2 0&/01/2020
Master Participant Information Statement Patients Version 2 0&8/01/2020
Research Data Management Plan Version 1 08/01/2020
Stop sign for Interviews Version 1 0&/01/2020

The HREC has provided ethical and scientific approval for the following sites:

1.
2
3.

Royal Prince Alfred Hospital

Royal North Shore Hospital

Royal Rehab, Ryde — It is noted that Royal Rehab is a Schedule 3 Affiiated Health
Organisation under the Health Services Act and is able to be reviewed by a Public
Health Organisation as a Public Health Site. Under this Schedule, an External Enfity
Agreement is not required.

You are reminded that this letter constitutes ethical approval only. You must not
commence this research project at any site until you have submitted a Site Specific
Assessment (SS5A) Form to the Research Govemance Officer (RGO) and received separate
authorisation from the Chief Execulive or delegate at that site.

Please note the following conditions of approval:

1.

HREC approval is valid for five (5) years subject to the supply of an annual progress
report. The first report should be sent to the HREC by 10/02/2021. You must also
provide an annual report to the HREC upon completion of the study.

. You will adhere to the study protocol at all times.

Proposed changes to the research protocol, conduct of the research, or length of
HREC approval will be provided to the HREC for review.

You will notify the HREC, giving reasons, if the project is discontinued at a site before
the expected date of completion.

You will immediately report anything which might warrant review of ethical approval of
the project, including unforeseen ewvents that might affect continued ethical
acceptability of the project, (including Significant Safety Issues).

HREC approval is granted on the assumption that all students and early career
researchers are adequately supervised by the principal and senior investigators on a
project. This supervision would ensure that all privacy concems are met (including the
completion of confidentiality agreements by participating students) and that both
students and participants are supported in the conduct of the study in line with the
approved research protocol.
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7. In the current format, the Data Collection Forms contains identifiable data. The
identifiable data must be separated into a Master Code Sheet as a condition of this
approval.

Should you have any queries about the HREC's consideration of your project please contact
the Executive Officer - (02) 9767-5622. The HREC Terms of Reference, Standard Operating
Procedures, membership and standard forms are available from the website:

hitps:/fwww.slhd.nsw.qov.aufconcord/Ethics/Ethics himl

We wish you every success in your research.
Please guote the local reference number at the top of this letter in all correspondence.

Yours sincerely,

Professor David Le Couteur
Chair

Sydney Local Health District Human Research Ethics Committee — CRGH
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7.1.3 Appendix 1.1C: Addition of new sites & removal of two sites

2022, 1032 AM Mall - Stephen Joshua Klvun|a - Qutiook

FW: 2019/ETH13511: Notification of an amendment to a research study - Addition of
a New Site - (77084) - Approved

Kalissa Brooke-Cowden (Sydney LHD) <Kalissa.BrockeCowden@health.nsw.gov.au>
Tue 15/03/2022 10:1B AM

To: Janice Gullick «<janice gullice@sydney.edu.au>

Cc: Stephen Joshua Kivunja <skivB775@unisydney.edu.au=

Dear A/Professor Gullick,

Please see the Bevised Approval below with document versions and dates:
Date of Decision Notification: 19 Jan 2022
Greater than low risk review pathway
Revised 15 March 2022

Dear Aszociate Professor Gullick.

Thank you for subnutting a Notification of an amendment to a research study - Addition of a New
Site with ID (77024 for the following study;

2019/ETH13511: Social processes that promoete and preserve personhood in Traumatic Brain Injury
mursing care in hospital and rehabilitation settings

The Amendment has been reviewed on 19 Jan 2022, by the Executive Officer as delegated by the
HREC Chair and has been gpproved,

Notification of an amendment to a research study - Addition of a New Site with form ID 77084

» Westmead Hospital
& Liverpool Hospital
PI name:

w Mr Stephen Knnumja
& Mr Stephen Knnumja
PI email: gkive 773 qumi sy

Femoval of the following sites:

& Royal Pnince Alfred Hospital
= Royal North Shore Hospital

The following documentation 15 included in this approval:

Master Introductory letter — Famuly. version. 4 dated 16/01/22

Master Introductory letter — Nurses. version 4, dated 16/01/22

Master Introductory letter — Patients, version 4. dated 16/01/22

Master Participant Information Statemnent — Family. version 4. dated 16/01/22
Master Participant Information Statement — Nurses, version 4, dated 16/01/22
Master Participant Information Statement — Patients, version 4, dated 16/01/22
Protocol, version 5. dated 16 January 2022

Research Data Management Plan, version 3, dated 16 January 2022

Stephen Kivumja - CV

It is noted that the Sydney Local Health District Human Fesearch Ethics Committee - Concord
Bepatrniation General Hospital is constituted in accordance with the National Statement on Human
Conduct in Research, 2007 (NHMRC).

This email constitutes ethical and scientific approval only.

hitps:/fouticok ofce. comimallind o I AAQKAGE ZMMEZM THRLW Y TIM W QMDY IDS MW SLTL GNT Y 30GQ3 Y2 LM ZgAQAMAVACYFROIMTOM2d. .. 12
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2022, 10:32 AM Mall - Stephen Joshua Klvun|a - Qutiook

This project cannot proceed at any site until separate research governance authonsation has been
obtained from the Institution at which the research will take place.

Please contact us if vou would like to discuss any aspects of this process further, as per the contact
details below.

Begards,
Kalissa Brooke-Cowden
Research Administrative Officer | Concord Hospital Research Office
Building 20, Ground Floor, Hospital Foad. Concord, NSW, 2139
T: 02 9767 7990 F: 02 9767 6369
Available: Monday — Wednesday. 7:00am — 3:30pm
| '.!"

SLHD-ConcordEthics'w health nsw.gov.au
This message is intended for the addressee named and may contain confidential information. If
vou are not the intended recipient, please delete it and notify the sender.

Views expressed in this message are those of the individual sender, and are not necessarily the
views of MSW Health or any of its entities.
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7.1.4 Appendix 1.1D: Change of site Principal Investigator

420022, 147 PM Mall - Stephen Joshua Kvunja - Ouliook

From: no_reply@regis_health.nsw.gowau <no_reply @regis healthonsw. gov.au>

Sent: Wednesday, 20 April 2022 11-29 AM

To: Janice Gullick <janice.gullick@sydney.edu.au>

Cc: Janice Gullick <janice.gullick@sydney.edu.au>

Subject: 2015/ETH13511: Notification of an amendment to 3 research study - Pl Changs (86782) - Approved

Date of Deci

lotification: 20 Apr 2082
Gironrtar iy v rishc oo ot manay

nank you for submitting an Amendment for the following study

sonhood in Traumatic Brain Injury nursing care in

Outaoing
Lungoing

ncoming

ncoming

This omendmerst notiicotion has been providad o oy NSW Health e Ressorch Govenance Dfficers that reqoire
notifation. you cre not required 1o nsbmit ony further docurmeniotion (o ary NSW Health Sites (isted in REGIS)L
You will receive further cormuniamtions from NSW Health slies o adnowledge this change or recrest firther
iformation =g submit CV,

Your ray be recriired b shenlt this I gporoved sites outside of NS,

The following documentation is included in this approval:

istrict Human Research Ethics Co

Mational Statement :"—-"ﬁa"-C'r:,.:: n Research, 2007 (M

i

c«mmﬂmmmﬂpﬁ

.
Buiding 20

hiips:foutiook ofce comimalling oA QKA GEZMME 2ZM THNRLWYDMWQtNDEY IS MW SLTUSNTY 30 G0 Y2 UM ZRACAHVWCRZARRKOWO T .. 11
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7.1.5 Appendix 1.1E: Extension of HREC Approval

SIS, 928 AM

E Outlook

Mall - Stephan Khunia - Outiook

2019/ETH13511: Notification of an amendment to a research study - Request for extension of
HREC Approval - (201939) - Approved [ethics and NSW site acknowledgement)

From no_rephy@regis.health.nsw.gov.au <no_reply@regis.health nsw.govau=
Date Mon 5/05/2025 9:28 AM
To  janicegullick@sydney.edu.au <janice.gullick®sydney.edu.au>
Cc  janicegullick@sydney edu.au <janice gullicki@sydney.edu.au=>; Stephen Kivunja
<skive T 7 5Eunisydney.edu.au>; jhoven.dejesus @health.nsw.gov.au <jhoven.dejesus@health.new.gov.au=

2019/ETH13511: Notification of an amendment to a
research study - Request for extension of HREC
Approval - (201939) - Approved (ethics and NSW
site acknowledgement)

Date of Decision Notification: 05 May 2025
Greater than low risk review pathway

Dear Associate Professor lanice Gullick,

Thank you for submitting an Amendment for the following study;
2019/ETH13511: Social processes that promote and preserve personhoad in
Traumatic Brain Injury nursing care in hospital and rehabilitation settings

The Amendment has been reviewed cn 05 May 2025, by the Executive Officer as
delegated by the HREC Chair and has been gpproved.

Notification of an amendment to a research study - Request for extension of
HREC Approval - (201939)

Previous HREC expiry date: 10/02/2025

Mew HREC expiry date: 30/09/2025

It is noted that the Sydney Local Health District Human Research Ethics Commitiee -
Concord Repatriation General Hospital is constituted in accordance with the
Wational Statement on Ethics Conduct in Human Research, 2023 (NHMRC).

Inttps: iHouSook. offl ca.com/mallin bow) diAACKA G E2 MmEZ MTNRLW Y OMWCIN DINIDS MW LTUSNT Y 306 Q3 Y 24 ZgARASZALIC PG GEDHIoK]JPIIE... .
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SIS, 928 AM Kall - Stephen Khunja - Outiook

The new end date has been updated across the system, you are pot reguired to
submit to any NSW sites (listed in REGIS) and will not receive individual
acknowledgements.

Each NSW Principal Investigator and Administration Contact will receive this
notification.

If contract changes or site specific documents require RGO authorisation please
submit a Site Amendment Form to each individually affected site.
See QRG: Zife Amendment - Completing and Submitting

Please contact us if you would like to discuss any aspects of this process further, as
per the contact details below.

Yours Sincerely,

Sarah Truong

Acting Manager | Research Office

Concord Repatriation General Hospital

Building 20, Hospital Road, Concord NSW 2139

Ph: 02 9767 6233 | Sarab.Truono@health.nsw.oov.au
hitto:/fwww sihd.nsw.gov.au/concord/ethics/

Ittps: fouSook offl ca.comimallin o diAACEAGE2 MmE2 MTNRLIW Y OMWQIN DINIDS MWISLTUSNT Y 30GA3Y 2U4ZgARASZAUCPGGDIIOK]PIE... 22
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7.2 Appendix 2: SITE APPROVAL LETTERS

7.2.1 Appendix 2.1: Research Site 1 -SSA authorisation letter

e ' TR PEgy
Royal Rehab e -latr

g i 1y Tl i CRUBATING f2) 4

i e

m’-mrﬂs-qﬂg

MpEicaton BhA - AuthonsEg

Cete o~ Cecision Notif cazon: 4 January 2021

Droar AdProt Gullick,

Thank you far submitting the following Sile-Specific Assessmert (S5A) for governance
TEVIBW,

2019/PID15131; 2o al processes tnat promots ano preserve personhood in Traumatic Brain
Irpucy nursing care in nospital and rehabilitationr seltings

Thee Apolicalion fas been revicwed by the Crief Exvecutive Delegate who has determired the
apglication can now e authorsod, 1tis noted thet the application has been actbodces for
the *ollowing site:

Rovyal Rehab

The following documenlalan is induded in this authorisat on:

H05PITAL Fuman Resezrch Warsizn 2 HEFR PRl
Fthics Applization (HREA)

Frotooal Warsinn 2 0&1,2020
tdaster Patiens Opt-oul Wersizn 1 571,/2020
Cansent Fasm

baslar Family Consert Form Wersinn 7 0&01,72020
bdazter Murse Consent Foor Wersion 2 N&1,/2020
faster Patient Cansent Farm Wersicn 2 B 2020
baster Proxy Consess Farm Wersinn 2 372020
Cata Col echon Form Murses Yersion 1 08/M7 /2020
[ata Col ect on Form Murzes Wersion 1 (6072020
Lala Collecton Form Fatisnts Wersion 7 08/07 /2020
taszer Famly Farticipa Flyer  Yersion 2 08/C71/2020
taser Marses Zlyer Wersion 2 (802020

e )

AR B GOCCAR T royalrehak. comau
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Raoyal Rehab

b sl Framoewask fo- Yersion 1 RERE Rk
ckservation
Guide te dztermining capecity  Version 0807152020

for cansent and suitaoility for
particpat =n

I exter Imemvizw Guide Family  Version 1 14/11/20°0
rdaster Infemviza Gaide kurses Versian 1 TEM TSR
hA e Imtemiow Guide Wersian 1 40172000
Patieris

tzster Imroductory Letter Wersion 2 LIRS F00
Family

Faster Inrcdoclory Letter Version 2 CEAD172020
Murzes

tdaster Infrnductary | etter Version ¢ CE01,/2020
Patierls

Participant Distress *rozzcol ersion © 141120019
tdaster Participant Infanmaton Version ? CAMT 2020
Etatement Progy

taster Participant infzrmaton Version 2 CEA12020
Statzrnent Family

Master Participant nformaton Version 2 CEAT 2020
Slatement hurses

Maszter Participant nfanmaten  Version 2 L&01/2020
Staternent Opt-out Patisnts

Master Participant nformzaiion  Versier 2 L0 72020
Staternent Paterts

Rzsearch Czta Marzgement Yersior 1 &N 2020
Plan

Etopsign for Interdows version 1 05012020

The Sita-5aecific Assessment authorses is:
Varsen Versen 1
Date: 247112020

It is noted that the Sydney Local Healtk District Human Research Frhics Committee approved
the Human Reszarch Ethics Application (HREA] associated witn the 354 on 3 December
2019, Site authoqisation will cease on the date of HREA exzivy 3 December 2024,

Hinea 1ok cem

AFK 3400 025 M LETE TSl Nt T
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oRTRh REHA,

ar
CFLEDATING {20 vpms
)
% £
y

by =2
LR Y

The Principal Investigatar will:

1. Proposed amendments to the research protocol or conduct of the ressarch which may
affect the sthicz| acceprability of the project, and which are submitied 1o the leac HREC

for seview, are copled to tis offica.

2. PFroposed amendments ta the research pratocal or conduct of the research which may
affect the ongoing site acceptability of the project, are to be submittzd to this office,

3 The approprizts documentation must be submitied to me for autnorisalion before ary
external researcher is authorized to conduct research procedures at Royal Rehab.

Foyal Rehao reguests a copy of an annua pragress report. The first repart should ba sens to
the HREC by 1040272021, You must also orovide an annual report upon completion of the
study,

We wish vou all the oest with the study and remind yau that any changes Lo the application
and safety renocts wil need to ba sub

itbad via REGS and autharizec by the agprovirg
HREC prior to implemeralion

Please contact us if you would ke to discass any aspects of this process further. as per the
contact details below,

¥ours Sincerely,

A B e ]

/
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7.2.2 Appendix 2.2: Research Site 2 -SSA authorisation letter

2822, 704 PM Mall - Stephen Joshua Kvunja - Ouliook

2022/STE00094: SSA - Authorised

no_reply@regis.health.nsw.gov.au <no_reply@regis.health.nsw.gov.au>
Thu 24,/03,/2022 1:25 PM
To: Stephen Joshua Kivunja <skivG775@unisydney.eduau >
Co: SWSLHD-Ethicsi@health.nswogovau <SWSLHD-Ethics@health.nswogovau»
Date of Decizion Motification: 24 Mar 2022
Greaber than low risk mview pathway

A) for governance reviaw,

ve personhood in Traumnatic Brain Injury

e who has determined the application

he following documentation is included in this authorsation:

MASTERs Stta Spedific

Docurmert Version Dais Verdon Date

Partidpant Information Strtement - Fallers 4.0 16012022 40 16022023
Partdpant Information Striement — Famlly 40 16012022 40 16022023
Partidpant information Strtement — Nurses 40 16012022 40 16022022

Family Consent Form 30 N22030 16022022
Murse: Consent Form 30 N22030 16022022
Patient Consent Form 30 N202030 16022022
Murses Flyer 30 202030 16022022
Introductony Letter Farnily 40 162022 40 16022022
Introchutony Latter Murses 40 1602022 40 16022022
Intrechutony Letter Patients 40 162022 40 16022022

he Site Specific Assessment reviewed/authorized is:

ersion: 1.0

Site authorisation with cease on the date of HREA expiry JAL2/2005.

search project. These are additicnal to those conditions imposed

that granted ethical approval:

hitps:/fouticok ofice. commallind o i AAQKAGE ZMMEZM THRLWYDMWQtMDIYIDS MW SLTL ZNTY 30GQ3Y 2 LM ZgAQACMKCHEpy Ox CalfvHg. . iz
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2822, 704 PM Mall - Stephen Joshua Kvunja - Ouliook

S ontion of approvat Pleame ensure that Hhe restrictionss and sooal distancing for COVE-19 ore
Toliowed’ urtl] the restrictions have been e

iy

iy

iy

iy

iy

. Propesed amendments to the research protocol or conduct of the research which may affect the

ethical acceptability of the project, and which are submitted to the lead HREC for review, must be
submitted to SWSLHD Research Governance via submission of & Multicentre Cover Leiter

. Propesed amendments to the research protocol or conduct of the research which may affect the

ongaoing site acceptability of the project, must be submitted to SWSLHD Research Govemnanos via
submission of a Multicentre Cowver Letter

. Please note that you are responsible for making the necessary arrangements (e.g. identity pass

and vaccine compliance as per NSW Health Policy Directive PD2311_005) for any researcher who is
not employed by the South Westemn Sydney Local Health District and is conducting the research
on-site.

. The Principal Investigator is responsible for ensuring the research project is conducted in line with

relevant MNSW Health, South Wesiern Sydney Local Health District and Hospital policies availatle
from: (W SV elel jcz/palic

-

Wl

;3L

. Propesed changes to the perscnnel imvolved in the study at South Westem Sydney Local Health

District sites are submitted to the South Western Sydney Local Health District Research Directorate
accompanied by the required supporting decuments. A list of the documentation required 1o add
an Investigator to & study is located on the South Western Sydney Local Health District Research
Directorate website: hitps//www swilhd health nsw.gov au/ethics/forms.himl

Kind regards,

Cameron Lutman

brs Jessica Grundy

Research Ethics and Govemnance Manager

Research Directorate

South Western Sydney Local Health District (SWSLHD)

hiatps:/ioutiook.omce. comimallind o i AACIKAGEZMMEZM THALW YT W QMDY 105 MW SLTIU GNT Y 30 GO3 Y2 UM 2gA0ACMKCHERY O CEifvHD. ..
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7.2.3 Appendix 2.3: Research Site 3 -SSA authorisation letter

Ef22/22, 10:08 AM Mall - Stephen Joshua Klvun|a - Qutiook

2019/PID15131 - 2022/STEDO093: 55A - Authorised

no_reply@regis.health.nsw.gov.au

Tue 21,/06/2022 1:55 PM

Ta: jhovendejesusi@health.nsw.gov.au <jhovendejesusihealtth.nsw.gov.au=
Cc: Stephen Joshua Kivunja <skive775@unisydney.edu.aus

Lear JNoveEn CE JesUs

te who has determined the application

in this autherisation:

* Preriocd version 5 dubsl 19802022
o Westtrwad Particant femmation_Patieeis erson-4_26-04-2022 Basd Hr Masbyr Partkipant
Infrnatinn_Patieriz Verdon-Vi_ 16012022

+ ‘Westmead -Participant Information_Nurses_ Verston-V4_26/04/2022 Based on Mester Particimant
Informatinn_Nursss_ Version-Vé_16/01/2022

+ Wesimead Patient Consent Form Yerslon_3_16/02/2022 Based on Master Patient Consent Farm
Version_3_07TH0/2020

* Westmead Family Consent Form Verslan_3_ 16412/2022 Beved on Master Family Consant Form
Version_3_ 07/10/2020

* ‘Wesimead Nurse Consent: Form Version_3_16/02/2022 Based on Master Nursa Corsern Form
Verston_3_07/10/2020

f the project, and which are submitted to the lead HREC for review

wvided to the office through REGIS

hitps:/foutiook oiMce comimailiing oA QKAGE 2 ME 2ZM THNRLWYDMWQtNDETYI0S MW SLTL GNTY 30 G0 Y2 UM ZpACAHIWINIvHIADpeE Ya6e. .
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E22/22, 10:08 AM IMall - Siephen Joshua Klwun|a - Outiook

* Proposed amendments to the research protocol or conduct of the research which may affect the
ongoing site accepiability of the project, are to be submitied to this office, via REGIS.

# The appropriate documentation must be submitted for authorisation before any extemnal
researcher is authorised to conduct research procedures at this site.

‘We wish you all the best with the study and remind you that any changes to the application and safety
reports will need to be submitted via REGIS and acknowledged pricr fo implementation.

Please contact us if you would like to discuss any aspects of this process further, a5 per the contact
details below.

Yours Sincerely,

Tiffary Jessop

Research and Education Metwork

‘Westmead Hospital cnr Hawkesbury & Darcy Rds Wesimead NSW 2145
Tel 02 2590 9007

wilhd-researchoffice@health new govau

hitps:/ioutiook.omce. commallind o il AACIKAGEZMMEZM THALW Y TIM W QMDY 105 MW SLTU GNT Y 30 GO Y2 LM ZgAQAHWINIVHNADpoEYaEe... 22
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7.3 Appendix 3: DOCUMENTS COMMON ACROSS
ALL THREE SITES

7.3.1 Appendix 3.1: Guide to determine capacity for consent &
participation

Local Health THE UNIVERSITY CF

District loge wio' SYDNEY

Guide to determining capacity for consent and suitability for participation

Title of the research:

Social processes that promote and preserve personhood in traumatic brain
injury nursing care

Participation in field observations of care with proxy consent

* |5 this person likely to be easily distressed if a researcher is sitting in proximity to the bed

space ohserving their care?
Participation in field observations and [ or imterviews |patient consenit)

* |5 this person likely to be easily distressed if a researcher is sitting in proximity to the bed
space observing their care?

* |5 thiz person likely to be easily distressed if a researcher asks them gquestions about their
injury and nursing care?

*  (Can this person express their wishes about things that affect them in their day-to-day life?
E.g. things they don't want to do

* (Can this person conduct a simple conversation about recent events in their life?

Guide to determining capacity for consent and suitability for participation_V1_08_01_2020
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7.3.2 Appendix 3.2: Master Patient Consent Form

TIIT UHIVIRSITY O
LHD Logo wia SYDNEY

Social processes that promote and preserve personhood in TBI Nursing Care

PARTICIPANT CONSENT FORM (Patients)

U [name]
) [address]
have read and understood the Information for Participants for the above named
research study and have discussed the study wath: ...

I have been told about interviews and observations that I may take part in, including
any possible inconvenience, risk or discomfort that I may expenence

+ Iunderstand that if I take part in this study the researchers will have access to my
medical record as described in the Information for Participants, and I agree to this

+ Tunderstand that the interview will be audio-recorded, and I agree to this
+ 1 freely choose to participate in this study and understand that I can withdraw at
any time. I consent to participate in the following research procedures:

O Interview only O Observation only

Z Both interview and observation
¢ 1 also understand that the research study is strictly confidential I agree to

participate in this research study.

Participant Name (Please Primt): . .
Participant Signature: ........cocooevreneccenns Date: oo
Witness Name (Please Primt) ... ...
Witness Signature: .................ooooiiiiiiinnn. Date: ...
The participant’s signature should be witnessed by a person who has the capacity to

team and where possible, knows the parficipant and 15 fanmhiar with s or her condition

Name of person who conducted informed consent discussion (Please Print):

DIae o e
Participant Code:
Master Patient Consent Form Version 3_07/10W2020 Pagelofl
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7.3.3 Appendix 3.3: Master Family Consent Form

TIHI UHIVIRSITY Or
LHD Logo == S DNEY

Social processes that promote and preserve personhood in TBI Nursing Care

PARTICIPANT CONSENT FORM (Family)

U [name]
OF L [address]
have read and understood the Information for Participants for the above named
research study and have discussed the study with:

+ I have been made aware of interviews and observations that I may take part in for
this study, including any possible mconvenience, risk or discomfort that I may
expenence

+ Tunderstand that the interview will be audio-recorded, and I agree to this

+ 1 freely choose to participate in this study and understand that I can withdraw at
any time. I consent to participate in the following research procedures: (please
tick)

O Interview only

Observation cnly

Both mterview and observation

¢ 1 also understand that the research study is strictly confidential I agree to
participate i this research study

Participant Name_ ... ... DoBi
(Please Print)

Participant Signature: ..........cocoooovreneccnnens Date: oo

Name of Person who conducted informed consent discussion (Please Print):

D e e
Participant Code:
Master Family Consent Form Version_3_ 07/10/2020 Pagelofl
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7.3.4 Appendix 3.4: Master Nurse Consent Form

THIL THIVIRSITY 2F
LHD Logo == SBNEY

Social processes that promote and preserve personhood in TBI Mursing Care

PARTICIPANT CONSENT FORM (Nursing staff)

L [name]
OF L [address]
have read and understood the Information for Participants for the above named
research study and have discussed the study with:

+ I have been made aware of interviews and observations that I may take part in for
this study, including any possible mconvenience, risk or discomfort that I may
experience.

+ Tunderstand that the interview will be audio-recorded, and I agree to this

+ 1 freely choose to participate in this study and understand that I can withdraw at
any time. I consent to participate in the following research procedures: (please
tick)

Interview only
Observation cnly
Both interview and observation

¢ 1 also understand that the research study is strictly confidential I agree to
participate in this research study.

Master Murse Consent Form Version 307/ 10072020 Page lof 1
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7.3.5 Appendix 3.5: Master Data collection form -patients

Lccal Health
District lego

{E URIVERSITY OF

Ti
wio SYDNEY

Patients data collection form

Title of the research:

Social processes that promote and preserve personhood in traumatic brain injury

nursing care

Item | Variable Remarks/description

Ma.

1 Participant Code P=Patient e_g. P1, P2, P3 etc

2 Age In years

3 Gender Male, female or not specified

4 Cuttural background Cultural background
Culture person identifies with
Language spoken at home

5 MNext of Kin Name
Contact details

6 Preferred family,/significant Mame

other for interview Contact details

7 Mechanism of injury E_g. fall, MVA etc

8 Sewverity of injury Acute Physiology and Chronic Health Evaluation [APACHE) score:
Glasgow Coma Scale (GCS) on admission:
GCS - Most recent documented:
Glasgow Outcome Scale [GOS) score:
Richmond Agitation & Sedation Scale score (RASS):
Current sedation (ie.induced coma?):

] Functional status Bedridden
Sits Out of Bed (S00B)
Ambulant with assistance
Ambulant without assistance
Capacity for Activities of Daily Living {ADLs)

10 Length of ICU stay In days

11 Length of ward stay In days

12 Length of inpatient In days

rehabilitation stay
13 Total hospital length of stay In days
14 Procedures and interventions Mature of surgery and treatment receved

Data collection form_Patients_W2_07_10 2020
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7.3.6 Appendix 3.6: Master Data collection form Nurses

Local Health
Clstrict logo

THE UNIVERSITY OF
wiy SYDNEY

Nursing staff data collection form

Title of the research:

Social processes that promote and preserve personhood in traumatic brain
injury nursing care

Item | Variable Remarks/description

Na.

1 Participant Code MN=Nursing staff e g N1 N2 N3 etc

2 Apge range 18-20 (relevant to some AlNs); 21-25; 26-30; 31-35; 36-40; 41-45;
45-50; 51-55; 56-60; 61-65; 66-70; =70 years

3 Gender Male, female or not specified

4 Years of nursing experience | Total nursing experience

5 Years of neuroscience Neuroscience nursing experience

nursing experience

6 Role type in TBI setting Assistant in Nursing (AIN), Registered Nurse (RN), Advanced
Practice Nurse {APN) {i.e. CNE,CNS,CNC NP)

7 Education Certificate, Diploma, Bachelor's degree, Postgraduate
degree

Data collection form_Nurses_V2_07_10_2020
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7.3.7 Appendix 3.7: Master Family flyer

Are you the family member or support person for =
someone with a serious head injury?

We are conducting a research study to understand what nursing staff say and do to
promote “personhood” for people with head injury in hospital.

h inferviews and observing nursing staff, patient and family interactions.
e held at a time and e convenient to you either face-face ,by
deo conferencing an }-60 minutes.

ould like more information abo
Kivunja via : Phone: 0450 7C

This study has been approved
of the Sydney Local

Master Version 3_ 07.10.2020 Protocol no: 2019/ETH13511
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7.3.8 Appendix 3.8: Master Nurses flyer

Are you a nurse who cares for people with
traumatic brain injury?

We are conducting a research study to understand and make visible what nurses
say and do to promote “personhood” for people with traumatic brain injury in

hospital.

] g nurse, patient and family interactions.
held at a time and convenient to you either face-face or by
will last between 30-4

d like more information about
ivunja via : Phone: 0450 7C

The study has been approved
of the Sydney Local

e

Master_Version 2_08.01.2020 Protocol no: 2019/ETH1 3511
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7.3.9 Appendix 3.9: Participant Distress Protocol

Local Health
District logo

PARTICIPANT DISTRESS PROTOCOL
RESEARCH PROJECT

Social processes that promote and preserve personhood in TBI Nursing Care

A guide for management in the case of a participant’s emotional distress
during or after the interview.

1. It is recognised that research participants discussing emotive topics in in-depth interviews
may become emotionally distressed. In such instances the following management will

ooTur.

Scenario

Action

The participant has a short,
seffdimiting peniod of emotion
in response to a dificult topic:

1
2

2

Pause the interview

Ask the paricipant i they would like to take a break or stop the

- y :

If the participant expresses 3 wish to confinue the interview and is
able to do so without undue distress, allow them to do so

If the participant wishes to stop the interview ask if they would ke
to contirue the interview at a later time or date. or withdraw from
the stdy.

At the end of the interview, explore the five elements of
psychological first-aid (safety, calm, connectedness, seffignoup -
efficacy and hope)

Offier to refier them to the counselling support programme at the site
Hospital_

The participant has an
extended period of emotional
distress.

Bl

o

Stop the intenview

Ask i they would ke you to call a support person

Stay with the parficipant until they are calm.

Explore the five elements of psychological first-aid [safety, calm,
connectedness, seffigroup -efficacy and hope)

Refier them, with their permission, to the ‘Employee Assistance
Program (staff participants) or to the social worker or psychologist
for the TBI Unit [patient and family participants).

In the case of a patient participant, significant distress wil trigger
mmmediate cessabion of the interview or observation. We will thank
the participant for their time and will destroy any data collected and
withdraw the participant from the study.

Call the next day to check on their well being

Offer them the option to withdraw from the study.

Report to the ethics committee as an adverse event.

A/Prof Janice Gullick. Principal Investigator

Date 14™ Movember 2018

Participant Distress Protocol_Master W2_07 1022020
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7.3.10 Appendix 3.10: Framework for Field Observations

THE UHIVERSITY QF

Lacal Health % SYDNEY

District logo

Framework for field observation

The following questions will guide field observations and data collection

Patients

A: In the ICU setting

What are the apparent physical care needs of the patiemt?

How responsive / interactive / cognitively intact does the patient seem to be and
how does this seem to flow on to how nursing staff / family interact with them?
How does the patient communicate their care needs to nursing staff? (including
verbal, gestural, behavioural

What else does the patient seem to communicate to nursing staff or others (eg
feelings, emotions, preferences, including verbal, gestural, behavioural)

What types of things do nursing staff / family say to this patient that seem 1o
promote their personhood?

What types of things do nursing staff / family do to this patient that seems to
support their personhood?

What situations/environmental factors seem to create a barrier to preserving
personhood in this observation?

What situations,/environmental factors seem to provide opportunities to promoting
personhood in this observation?

How do the nursing staff and family interact with each other?

B: In the acute care ward and rehabilitation setting
Nursing staff & Patients

What are the observable physical/comfort care needs of the patient?

What are the observable emotional needs of the patient?

What things does the patient seem to be able to do for themselves?

What things does the patient seem to need help with?

How responsive / interactive / cognitively intact does the patient seem to be and
how does this seem to flow on to how nursing staff / family interact with them?
How does the patient communicate their care needs to nursing staff? (including
verbal, gestural, behavioural)

How does the nursing staff / family communicate what they need of the patient?

Master Framework for Observation Version 2_07-10-2020 Page lof 2
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Locdl Hedfth
District logo

What else does the nursing staff / family seem to communicate to the patient (eg
feelings, emotions preferences, including verbal, gestural, behavioural)

What types of things do nursing staff / family say to the patient that seems to
promote their personhood?

What types of things do nursing staff / family do to the patient that seem to support
their personhood?

What situations seem to create a barrier to promoting personhood in this
observation?

What situations seem to provide opportunities to promoting personhood in this
observation

How do nursing staff involve patients / family in designing their care?

How are patients [ family care preferences accommodated by nursing staff?

Is there any observable setting or discussion of hopes or goals for the future? (these
may be immediate eg sitting out of bed after lunch, or longer term)

Families (all settings)

How do family members communicate their needs to nursing staff?

Who leads the discussions during family - nurse interactions?

Where do discussions regarding patient care between family and nursing staff take
place?

How do family members convey their concerns to nursing staff?

Are family members invited to make decisions for patients? If so How?

How do families advocate for patients in relation to quality of care being provided?
Are families invited to participate in care?

Organisation of care (all settings)

How is nursing care delivery structured within the TBI care environment? (eg what
happens when? Patient allocation versus team nursing? Multidisciplinary
interaction? Apparent skill mix? Structure for handover / rounds? Patient / family
inclusion in handover [ rounds? Assessment / management of risks such as falls or
aggression?

Master Framework for Observation Version 2_07-10-2020 Page 2of 2
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7.3.11

Appendix 3.11a: Introduction letter -Patients
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Social processes that promote and preserve personhood in TBI nursing care
in hospital and rehabilitation settings

You are invited to participate in a study that will explore how ‘personhood’ is
preserved and promoted during nursing care for people with head injury. Care that
preserves personhood includes respect for a person’s needs, culture, beliefs, family
relationships and life experiences. The research also aims to explore how nurses
listen to and work together with patients and families to plan care and support for
people with head injury.

The study is being conducted by principal researchers A/Prof Janice Gullick, Stephen
Kivunja and Dr Jo River from the University of Sydney, and a group of specdialist
nurses from the Royal Prince Alfred Hospital, Royal North Shore Hospital, and Royal
Rehab Hospital.

If you are interested in this study, please let the nurse caring for you know. Stephen
Kivunja will then visit you and answer any questions you may have about taking part
in the study. If you participate, you will take part in a face-to-face interview, and / or
have your nursing care observed by a researcher. Participation in this study is
voluntary. You are under no obligation to participate — it is your choice. If you choose
not to participate in the research, it will not affect your current or future
relationships with staff at the X000 hospital.

Please feel free to discuss your participation in the study with family or friends.

Yours faithfully

Signature..__

Nurse Unit Manager
000K Uit

200000 Hospital

MMXX Local Health District

Social pi that p e and p personhood in TBI nursing care
Intreductory letter_Patients_Master V2_08.01.20
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7.3.12 Appendix 3.11b: Introduction letter -Family
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Social processes that promote and preserve personhood in TBI nursing care
in hospital and rehabilitation settings

You are invited to participate in a study that will explore how ‘personhood’ is
preserved and promoted during nursing care for people with head injury. Care that
preserves personhood includes respect for a person’s needs, culture, beliefs, family
relationships and life experiences. The research also aims to explore how nurses
listen to and work together with patients and families to plan care and support for
people with head injury.

The study is being conducted by principal researchers A/Prof Janice Gullick, Stephen
Kivunja and Dr Jo River from the University of Sydney, and a group of specialist
neuroscience and rehabilitation nurses from the Royal Prince Alfred Hospital, Royal
North Shore Hospital, and Royal Rehab Hospital.

Participation requires you to take part in a conversational-style face-to-face or
telephone interview at a time and place of your choosing, andfor observations of
nurses caring and interacting with patients with a head injury and their family or
support people.

Participation in this study is voluntary. You are under no obligation to participate — it
is your choice. If you choose not to partidipate in the research, it will not affect your
current or future relationships with staff at the X000000( hospital.

Please find included a copy of the Participant Information Sheet and Consent Form. If
you are interested in this study and would like further information about
participation, please contact Stephen Kivunja (by email skive775@unisydney.edu.au
or by phone 0450 702 285), who will answer any questions you may have. If you
agree to participate in this study you can then sign the Participant Consent Form and
return it in the stamped, addressed envelope that is provided.

Please feel free to discuss your participation in the study with family or friends.

Yours faithfully

SIENALUNe e

Nurse Unit Manager
000 Uit

OO0 Hospital

XXXX Local Health District

Social pi that p e and p personhood in TBI nursing care
Intreductory letter_Master Family_VZ_08.01.20
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7.3.13 Appendix 3.11c: Introduction letter — Nurses
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Social processes that promote and preserve personhood in TBI nursing care
in hospital and rehabilitation settings

You are invited to participate in a study that will explore how ‘personhood’ is
preserved and promoted during nursing care for people with head injury. Care that
preserves personhood includes respect for a person’s needs, culture, beliefs, family
relationships and life experiences. The research also aims to explore how nurses
listen to and work together with patients and families to plan care and support for
people with head injury.

The study is being conducted by principal researchers A/Prof Janice Gullick, Stephen
Kivunja and Dr Jo River from the University of Sydney, and a group of spedalist
neuroscience and rehabilitation nurses from the Royal Prince Alfred Hospital, Royal
Morth Shore Hospital, and Royal Rehab Hospital.

Participation requires you to take part in a conversational-style face-to-face or
telephone interview at a time and place of your choosing, and/or observations of
nurses caring and interacting with patients with a head injury and their family or
support people.

Participation in this study is voluntary. You are under no obligation to participate — it
is your choice._ If you choose not to participate in the research, it will not affect your
current or future relationships with staff at the X00000( hospital.

Please find included a copy of the Participant Information Sheet and Consent Form. If
you are interested in this study and would like further information about
participation, please contact Stephen Kivunja (by email skive775@ uni_sydney.edu.au
or by phone 0450 702 285), who will answer any questions you may have. If you
agree to participate in this study you can then sign the Participant Consent Form and
return it in the stamped, addressed envelope that is provided.

Please feel free to discuss your participation in the study with family or friends.
Yours faithfully

AfProf Janice Gullick

Coordinator, Intensive Care Nursing

Susan Wakil 5chool of Mursing (Sydney Nursing School)
University of Sydney

Social processes that promote and preserve personhood in TBI nursing care
Intreductory letter_Master Nurses V2_08.01_20
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7.3.14 Appendix 3.12a: Participant Information Statement -

Patients
THE LHIVERSITYT TF
District logo

Social processes that promote and preserve personhood
in traumatic brain injury nursing care

PARTICIPANT INFORMATION STATEMENT (Patients)
Introduction

You are invited to participate in a research study that aims o develop a deeper
understanding of the experiences and care needs of people who have experienced a
head injury, and who are cumently receiving care in a hospital or rehabilitation
setfing. The study aims to understand the type of nursing care that promotes your
“personhood”, by respecting your needs, culture, beliefs, family relationships and life
experiences. It also aims to explore how nurses listen to and work together with you
and your family to plan your care and support you.

We hope the findings of this research will inform nursing practice and support
hospital and rehabilitation clinicians to provide the best possible head injury care.

The study is being conducted by the following researchers:

Principle Researcher: Stephen Kivunja is a registered nurse and a Clinical Nurse
Specialist who cares for people with head injury at Westmead Hospital. He is also a
research student at the University of Sydney.

Associate Professor Janice Gullick is a nurse educator and researcher at the
University of Sydney (Stephen’s Principal Research Supervisor).

Dr Jo River is a nurse educator and researcher at the University of Sydney
(Stephen’s Research Supervisor).

Ms Elaine McGloin is a Clinical Nurse Consultant (Intensive Care Unii) at Royal
Prince Alfred Hospital, Sydney (RPAH site representative)

Ms Vicki Evans is a Clinical Nurse Consultant (Neurosciences) at Royal North Shore
Hospital, Sydney (RNSH site represeniative)

Stephen Kivunja is conducting this study as the basis for a research training degree
(Doctor of Philosophy) at the Susan Wakil School of Mursing and Midwifery,

University of Sydney.

Social processes that promote and preserve personhood in traumatic brain injury nursing care
Page 1 of 4
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Study Procedures

If you agree to participate in this study, you will be asked fo sign a Participant
Consent Form. You can then take part in an interview, or in observations of your
hospital care, or both. We will access your medical record so that we understand
the nature of your head injury, how long you have spent at each stage of your
hospital recovery, and any surgery or complications that are documented.

Interviews

If you agree to be interviewed, you will be asked questions in a face-io-face
conversation with Stephen Kivunja. You can choose to either be by yourself during
this interview, or to have someone you trust stay with you, such as a friend or
family member. We will ask you these questions in a private place at your hospital.
We will ask gquestions about your life before your injury (e.g. “Tell us something
about yourself before your injury™, “What is your life like since you had your
accident?" and “What things do your nurses and family members do that help you
feel respected and valued?
The interviews will take around 30 - 60 minutes, but you can either stop earlier, or
talk for longer if you wish.
You can ask to take a break if you are getting tired.
If you want to stop the interview for any reason, or don't want to answer a
question, we will give you a stop sign to hold up
We want you to feel free to talk about anything related to your care and there are
no right or wrong answers.

‘We will audio-record your interviews so we can accurately write down what you tell
us about your experience.
Your answers will remain confidential and we will keep your interview data in a
safe place.
If you move to a different care setting (for example from a hospital ward to a
rehabilitation setting), we might ask to interview you again. If you would like to take
part in another interview, we will ask you to sign a new consent form. You dont
have to take part in a second interview if you dont want to.

Observations

Some patients will be observed while receiving care. This means, if you, your
nurse and your family member agree, Stephen will sit quietly near your bed space
for one or more periods of around 30-60 minutes and watch the type of care you
receive and the interactions between you, your nurse and your family member. He
will take notes about the things he sees and hears that may help you feel
respected and valued. Stephen is a nurse, and so is familiar with hospitals and
patient care. He will not watch anything that is very personal such as having a
shower or going to the toilet. If you don't want Stephen to watch something, you
can ask him to leave. If you do not want to take part in further observations you
can say so.

You can take part in both the interview and the observation, or you can choose to
take part in the interview only, or the observation only. It is your choice.

Social processes that promote and presene personhood in traumatic brain injury nursing care

Page 2 of 4
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What are the possible risks of taking part?

Sometimes people become sad or distressed when remembering and talking about
their experience after an injury. If this occurs, we can either pause the interview until
you feel ready to continue, or we can stop the interview completely. Stephen can
provide some immediate emotional support, but you will also have access to
counselling if required. Sometimes people’s stories are unique and memaorable. If we
think something about your story would make it easy to identify you, we would either
slightly change, or not report that part of your story.

What are the possible benefits of taking part?
While we hope this research study improves our knowledge and our care planning for
people with head injury in the future, it may not be of direct benefit to you. The
findings may be of use to a person who has a head injury in the future, and o nurses
who help them recover.

Costs: Participation in this study will not cost you anything, nor will you be paid.

Participation is voluntary

Being in this study is completely voluntary. You do not have to consent. If you do not
consent you will not be in the study and your care would go on as normal. If you do
consent, you can change your mind and withdraw from the study at any time - this
would not affect your hospital treatment, or the relationships you have with the
researchers or other people who work at the hospital. If you withdraw from the study,
your interview data (the audio-recording and any written record of your inferview)
would then be destroyed.

Confidentiality

All the information collected from you for the study will be treated confidentially, and
only the researchers named above will have access to it. The study results may be
presented at a conference or published in a scientific publication, but you would not
be identifiable in such a report.

Data Security

We will keep your data in a safe place for 5 years. We will then destroy the data
when the study is finished and our reports are complete.

Social processes that promote and preserve personhood in fraumatic brain injury nursing care
Page 3 of 4
Master Participant Information_Patients_Version-2_08-01-2020
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Further information

Please feel free to discuss your participation in this study with family and friends.
When you have read this information, Stephen Kivunja will discuss it with you further
and answer any questions you may have. Please feel free to contact Stephen via:

Email: skivE775E@uni.sydney. edu.au
Mobile: 0450 702 285

Ethics Approval and Complaints

This study has been approved by the Ethics Review Committee - CRGH of the Sydney
Local Health District. If you have any concems or complaints about the conduct of this
research study, you may contact the Executive Officer of the Ethics Committee, on 02 9767
h622 and quote protocol number: 2019/ETH13511.

The conduct of this study at the [name of hospital] has been authonsed by the [name of
Local Health District]. Any person with concems or complaints about the conduct of this
study may also contact the Research Govemance Officer [or other officer] on [telephone
number] and quote protocol number [insert local protocol number].

This information sheet is for you to keep

Social processes that promote and presernve personhood in traumatic brain injury nursing care
Page 4 of 4
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7.3.15 Appendix 3.12b: Participant Information Statement -

Family
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Social processes that promote and preserve personhood
in traumatic brain injury nursing care

PARTICIPANT INFORMATION STATEMENT (Family)

Introduction

You are invited to pariicipate in a research study that aims to develop a deeper
understanding of the care needs of people who have experienced a traumatic brain
injury. We are interested in the experiences of people who are cummenily receiving
care in a hospital or rehabilitation setting. The study aims to understand the type of
nursing care that promotes “personhood” respect for a person’'s needs, culture,
beliefs, family relationships and life experiences. It also aims to explore how nurses
listen to and work together with patienis and families to plan care and support for
people with fraumatic brain injury.

We hope the findings of this research will inform nursing practice and support
hospital and rehabilitation clinicians to provide the best possible traumatic brain injury
care.

The study is being conducted by the following researchers:

Principle Researcher: Stephen Kivunja is a registered nurse who cares for people
with traumatic brain injury at Westmead Hospital. He is also a research student at the
Susan Wakil School of Nursing and Midwifery, The University of Sydney.

Associate Professor Janice Gullick is a nurse educator and researcher at the
Susan Wakil School of Nursing and Midwifery, The University of Sydney (Stephen’'s
Principal Research Supervisor).

Dr Jo River is a nurse educator and researcher at the Susan Wakil School of
Nursing and Midwifery, The University of Sydney (Stephen’'s Research Supervisor).

Ms Elaine McGloin is a Clinical Nurse Consultant (Intensive Care Unit) at Royal
Prince Alfred Hospital, Sydney (RPAH site representative)

Ms Vicki Evans is a Clinical Nurse Consuliant (Neurosciences) at Royal North Shore
Hospital, Sydney (RNSH site representative)

Stephen Kivunja is conducting this study as the basis for a research training degree
(Doctor of Philosophy) at the Susan Wakil School of Mursing and Midwifery,

University of Sydney.

Social processes that promote and preserve personhood in traumatic brain injury nursing care
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Study Procedures
If you agree to participate in this study, you will be asked to sign a Paricipant
Consent Form. You can then take part in an interview, or in observations of care, or
both.

Interviews
» If you agree, you will take part in conversational style interview with Stephen

Kivunja at a time and place that is convenient to you, either face-to-face or by
telephone.

Stephen will ask guestions about your relationship to the person with traumatic
brain injury, and about your role as a family member or support person. He will ask
about the things nurses do or say to patients and family/support people to address
their needs, culture, beliefs, family relationships and life experiences. He will ask
how you communicate with nurses, and how you are able to promote the needs of
the patient during their hospital or rehabilitation stay.

The interview will take between 30 - 60 minutes.

We want you io feel free to talk about anything related fo the person’'s care and
there are no right or wrong answers.

We will audio-record your interview so we can accurately write down what you tell
us about your experience. Your answers will remain confidential and you will not
be idenfifiable in any published reports. We will not use your real name, nor
anyone else's on the interview transcript. We will instead refer to people by a
pseudonym.

If your friendfamily member moves to a different care setting (for example from a
hospital ward to a rehabilitation setting), we might ask to interview you again. If
you would like to fake part in another interview, we will ask you to sign a new
consent form. You don't have to take part in a second imterview if you don't want
to.

Observations
» Some patients will be observed while receiving care. This means, if you, the nurse

and the person with a fraumatic brain injury agrees, Stephen will sit quietly near
the patient's bed space for one or more periods of around 30-60 minutes and
observe the type of care/support provided and the interactions between you, the
nurse and the patient. Stephen is a clinician, and so is familiar with hospitals and
patient care. We are interested in how nurses and family members promote
personhood and the things they do help a person feel respected and valued. We
are also interested in how nurses include family and support people in their care
planning and provision. Stephen will not watch anything that is very personal such
as the person having a shower or going to the toilet. If you don't want Stephen to
watch something, you can ask him to leave. The number of chservation periods
will be determined by the data collected. If you no longer wish o be observed, you
can ask for your participation in observations to cease.

You can take part in both the interview and the observation, or you can choose to
take part in the interview only, or the observation only_ It is your choice.

Social processes that promote and presene personhood in traumatic brain injury nursing care
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What are the possible risks of taking part?

Sometimes people become sad or distressed when remembering and talking about
their experience of caring for a person after a serious injury. If this occurs, we can
either pause the interview until you feel ready to continue, or we can stop the
interview completely. Stephen can provide some immediate emotional support, but
you will also have access to counselling if required. Sometimes people’'s stories are
unique and memorable. f we think something about your story would make it easy to
identify you, we would either not describe that element in any published report, or we
would change the details slightly in a way that protects your privacy, but doesn't alter
the meaning of your interview data.

What are the possible benefits of taking part?

While we intend that this research study improves our knowledge and our care
planning for people with traumatic brain injury, and for families and support people in
the future, it may not be of direct benefit to you. The findings may be of use a person
who has a Traumatic Brain Injury (TEBI) in the fulure, and to the professional
development of nurses who help them recover.

Costs: Participation in this study will not cost you anything, nor will you be paid.

Participation is voluntary

Being in this study is completely voluntary. We understand that in times of stress, itis
difficult to make a decision about research participation, particularly when your family
member is highly dependent on medical care and you wish to do the best for them.
You should be assured that you do not have to consent, and if you do consent, you
can change your mind and withdraw from the study at any time. This would not affect
your family member's hospital treatment, or the relationships you have with the
researchers or other people who work at the hospital. If you withdraw, your interview
data (the audio-recording and any written record of your interview) would then be
destroyed.

Confidentiality

All the information collected from you for the study will be treated confidentially, and
only the researchers named above will have access to it. The study results may be
presented at a conference or published in a scientific publication, but you would not
be identifiable in such a report.

Data Security

The audio-recording will be transcribed by the researcher and the electronic voice
file, interview transcript, and any electronic transcript of field notes will be stored
securely in electronic form in the University of Sydney Research Data Repository for
five years. Audio recordings will then be deleted as per The University of Sydney
Research Code of Conduct 2019. The transcripts will be retained for a minimum of
five years and will be deleted/shredded when all reports arising from this research
have been completed.

Social processes that promote and presene personhood in traumatic brain injury nursing care
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The research data remains the property of the researcher and apart from
dissemination of the research findings, will not be shared for any other purpose. The
Intellectual Property generated from the study is owned by the research team and the
intellectual property rests with the primary researcher. Data analysis will be
undertaken at the University of Sydney by the research team.

Further information
Please feel free to discuss your participation in this study with family and friends.
When you have read this information, Stephen Kivunja will discuss it with you further
and answer any questions you may have. Please feel free to contact Stephen via:

Email: skiv6775@uni.sydney.edu.au
Mahbile: 0450 702 285

Ethics Approval and Complaints

This study has been approved by the Ethics Review Committee- CRGH of the Sydney
Local Health District. If you have any concems or complaints about the conduct of this
research study, you may contact the Executive Officer of the Ethics Committee on 02
9767 5622 and quote protocol number2019ETH13511.

The conduct of this study at the [name of hospital] has been authorised by the
[name of Local Health District]. Any person with concems or complaints about the
conduct of this study may also contact the Research Govemance Officer [or other
officer] on [telephone number] and quote protocol number [insert local protocol
number].

This information sheet is for you to keep

Social processes that promote and preserve personhood in raumatic brain injury nursing care
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7.3.16 Appendix 3.12c: Participant Information Statement -

Nurses
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Social processes that promote and preserve personhood
in traumatic brain injury nursing care

PARTICIPANT INFORMATION STATEMENT (Nurses)
Introduction

You are invited to participate in a research study that aims to develop a deeper
understanding of the care needs people who have experienced a traumatic brain
injury (TBI). We are interested in the experiences of people who are currently
receiving care in a hospital or rehabilitation setting. The study aims to understand the
type of nursing care that promotes respect for “personhood”, encompassing a
person’s needs, culture, beliefs, family relationships and life experiences._ It also aims
to explore the social processes that support and promote partnership in care
planning between families/carers and nurses.

We hope the findings of this research will inform nursing practice and support
neuroscience and rehabilitation nurses to provide the best possible TBI care.

The study is being conducted by the following researchers:

Principle Researcher: Stephen Kivunja, PhD Candidate, Susan Wakil School of
Mursing and Midwifery, The University of Sydney and Clinical Murse Specialist
(Meurosciences), Westmead Hospital.

Associate Professor Janice Gullick, Susan Wakil School of Mursing and Midwifery,
the University of Sydney (Principal Supervisor)

Dr Jo River, Senior Lecturer, Susan Wakil School of Nursing and Midwifery, The
University of Sydney (Supervisor)

Ms Elaine McGloin is a Clinical Nurse Consultant (Intensive Care Unit) at Royal
Prince Alfred Hospital, Sydney (RPAH site representative)

Ms Vicki Evans is a Clinical Nurse Consultant (Neurosciences) at Royal North Shore
Hospital, Sydney (RMNSH site representative)

Stephen Kivunja is conducting this study as the basis for the degree of Doctor of
Philosophy at the University of Sydney. This will take place under the supervision of
Associate Professor Janice Gullick and Dr Jo River.

Study Procedures

* |f you agree to participate in this study, you will be asked to sign a Participant
Consent Form. You can then take part in an interview, or in observations of care,
or both. We will collect demographic data: age range, years of nursing and

Social processes that promote and preserve personhood in traumatic braim injury nursing care
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neuroscience experience, nursing educational background. This will be reported
as pooled data and will not make you identifiable.

Interviews

If you agree, you will take part in conversational style interview with Stephen
Kivunja at a time and place that is convenient to you, either face-to-face or by
telephone. We will ask questions about your role as a TBI nurse, and the things
you say and do in your daily care that promote and preserve personfiood (respect
for a person’s needs, culiure, beliefs, family relationships and life experiences).
We are also interested in the social processes that underpin this care (how you
liaise with and advocate for other clinicians, patients and families) in your work
setting.

The interview will probably take between 30 - 60 minutes.

We want you to feel free o talk about anything related to providing TBI care,
including the challenges, and there are no right or wrong answers.

We will audic-record your interviews so we can accurately write down what you tell
us about your experience.

Your answers will remain confidential and we will keep your interview data in a
safe place.

Observations

Some patients and family members/carers will be observed while receiving or
giving care. This means, if you, the patient's family member and the patient agree,
Stephen will sit quietly near the patient's bed space for one or more periods of
around 30-60 minutes and watch the type of care/support you provide and the
interactions between you, the patient and the family/support person. Stephen is a
clinician, and so is familiar with hospitals and patient care. We are interested in
how nurses and famity members promote personhood and the things nurses do
help a person feel respected and valued. We are also interested in how nurses
include family and support people in their care planning and provision. Stephen
will not watch anything that is very personal such as showenng or toileting. If you
don't want Stephen to watch something, you can ask him to leave. The number of
observation periods will be determined by the data collected. If you no longer wish
to be observed, you can ask for your participation in observations to cease.

You can take part in both the interview and the observation, or you can choose to
take part in the interview only, or the observation only_ It is your choice.

What are the possible risks of taking part?

Sometimes people become sad or distressed when remembering and talking about
their experience of caring for critically injured people. If this occurs, we can either
pause the interview until you feel ready to continue, or we can stop the interview
completely. You will have access to counselling if required.

Sometimes people's stories are unique and memorable. If we think something about
your story would make it easy to identify you, we would either not describe that
element in any published report, or we would change the details slightly in a way that
protects your privacy but doesn't alter the meaning of your interview data.

Social processes that promote and presernve personhood in traumatic brain injury nursing care
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What are the possible benefits of taking part?

While we intend that this research study improves our knowledge and our care
planning for people with TBI, families and carers in the future, it may not be of direct
benefit to you. The findings may be of use fo a person who has a TBI in the future,
and to health professionals to promote better support and fraining for nurses and a
more positive patient and family experience.

Costs: Participation in this study will not cost you anything, nor will you be paid.

Participation is voluntary

Being in this study is completely voluntary. You do not have to consent, and if you do
consent, you can change your mind and withdraw from the study at any time. This
would not affect the relationship you have with the researchers or other hospital
employees. If you withdraw, your interview data (the audio-recording and any written
record of your interview) would then be destroyed.

Confidentiality

All the information collected from you for the study will be treated confidentially, and
only the researchers named above will have access to it. The study results may be
presented at a conference or published in a scientific publication, but you would not
be identifiable in such a report. If during an observation, the researcher notes an
imminent safety issue such as a likely fall or medication ermor (e.g. wrongly identified
patient) he would raise this immediately with you so you could respond to the safety
issue yourself. If the researcher observes something that constitutes “Mofifiable
behaviour’ under the Mursing and Midwifery Board of Australia's “Guidelines for
Mandatory Motifications® (NMBA 2014) (e.g. intoxication, sexual misconduct, or
significant departure from accepted professional standards that has placed the public
at risk) he would seek advice before making any notification. Behaviour that is
unprofessional in some way but not unsafe would be considered part of the
confidential research data. In all cases, the researcher would aim to manage the
situation in a respectful and just way.

Data Security

The audio-recording will be transcribed by the ressarcher and the electronic voice
file, interview transcript, and any electronic franscript of field notes will be stored
securely in electronic form in the University of Sydney Research Data Repository for
five years. Audio recordings will then be deleted as per The University of Sydney
Research Code of Conduct 2019. The transcripts will be retained for a minimum of
five years and will be deleted/shredded when all reports arising from this research
have been completed.

The research data remains the property of the researcher and apart from
dissemination of the research findings, will not be shared for any other purpose. The
Intellectual Property generated from the study is owned by the research team and the

Saocial processes that promote and presenve personhood in traumatic brain injury nursing care
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intellectual property rests with the primary researcher. Data analysis will be
undertaken at the University of Sydney by the research team.

Further information

Please feel free to discuss your participation in this study with family and friends.
When you have read this information, Stephen Kivunja will discuss it with you further
and answer any questions you may have. Please feel free to contact Stephen via:

Email: skiv67 T5@E@uni.sydney edu.au
Maobile: 0450 702 285

Ethics Approval and Complaints

This study has been approved by the Ethics Review Committee - CRGH of the Sydney
Local Health District. I you have any concems or complaints about the conduct of this
research study, you may contact the Executive Officer of the Ethics Committee on 02
9767 5622 and quote protocol number. 201%ETH13511.

The conduct of this study at the [name of hospital] has been authorised by the
[name of Local Health District]. Any person with concems or complaints about the
conduct of this study may also contact the Research Govemance Officer [or other
officer] on [telephone number] and quote protocol number [insert local protocol
number].

This information sheet is for you to keep

Saocial processes that promote and presernve personhood in fraumatic brain injury nursing care
Page 4 of 4
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7.4 Appendix 4: INTERVIEW GUIDES USED IN
PHASE ONE

7.4.1 Appendix 4.1:

Phase 1- Interview guide -patients

LLIL LHIVZRSITY OF
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Interview guide for patient participants

1 am going to ask you some questions about your life before your injury, then what happened after
your injury, including your stay in hospital. If there is anything you don’t want to answer just tell
me. If you want to stop the interview at any time it is OK to tell me that too.

FAMILY HISORY

1. Can you tell me about who provides support for you while you are in hospital (e.g.
familyffriends)
Possible prompts

Who are the people important to you in your famiby™?

‘What makes them important to you?

Who do you live with?

Who else is important to you who isn’t in your family?

Can you tell me a little about your cultural background, religion or ethnicity or
Community ?

What language do you speak at home?

If you don't speak English at home, does that make it hard communicating in English
with hospital staff?

LLIFE BEFORE HEAD INJURY
2. What was your life like before your accident?
Possibie prompts

Did you hawe paid or unpaid work?

What does your work invohe?

How important was that work to you? {i.e. how much was your work tied up in your
identity?)

Do other people depend on you?

Do ywou care for children?

What type of things do you do for your children?

What did you like to do in your spare time?

EVENTS LEADING TO HEAD INJURY
3. Can you tell me how you came to experience a head injury?
Possibie prompts

What happened on the day of your injury?

What events led to your injury?

How did that injury change you?

Do you have any physical changes that make it harder to thinkjtalk/ do things?

Master Interview Guide_Patients_ Version-2_07/10/2020 Page 1of 2
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‘What are the hardest things about your life since the injury?
What can you remember about your hospital stay?

‘What are the hardest things about being in hospital?

‘What skills or strategies have you used to cope with that?

CARE IN HOSMTAL AND REHABILITATION
4. Tell me about the nursing care you receive while in hospital/rehabilitation?
Possibie prompts

What sort of things do the nursing staff have to do for you?
‘What are the things they do that are most helpful to you?
‘What are the things they do that you don't like?

I there anything that you wish they would do to help you feel more like a person?

Do you understand everything that has been done to you in hospital ?
How do you talk to nursing staff or others about what you would like?
|z there anything you have trouble asking for?

|z there anything about your culture that makes being in hospital harder or changes

what you nesd?

EAMILY AND SOCIAL SUPPORT
5. Tell me about how your family have been while you are in hospital?

Do you see your family or friends often?

Whao is the person who is most important to you while you are in hospital?
‘What do they do that helps you?

How do your family help stand up for what you need with nursing staff or other
health professionals?

Is there anything your friends or family do that makes things harder for you?
What is it like having to hawve your family or friends do things for you?

Can you talk to your family/friends about what you want in hospital?

What do you think life has been like for them since your injury?

What could nursing staff do to help your family?

How important will your family be when you go home?

FUTURE PLANS
6. What plans do you have for the future?

How could nursing staff help you to achieve what you would like to in the future?
What would you like to get back to when you go home?

Has anyone in hospital talked about setting goals for the future?

What help would you need to get badk to the things you would like to do?

Whao are the important people in your life that can help you when you go home?
What things do you think they can help you with?

7. ls there anything else you would like to add?
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7.4.2 Appendix 4.2: Phase 1- Interview guide - family members
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Interview guide: Family/support people

{all references to ‘the patient’ or the person” will be substituted with their name)

I am going to ask you some guestions about the person’s life before their injury, then what
happenad after the injury, including the nursing care they received in hospital. 'm also going to
talk about the idea of personhood, and what that means to you (there are no right or wrong
answers). If there is anything you don't want to answer just tall me. If you want to stop the
interview at any time it's OK to tell me that too.

1. Can you tell me about your family/social environment?
Possibie prompts

What is your relationship with the patiemt?
Who else is involved in the care and support of the patient?
Can you tell me a bit about the person’s life before the injury?
What happened on the day of the injury?

o How do you feel about that?

ROLE OF FAMILY/CARER
2. What kind of caresupport do you provide for the patient?
Possibie prompts

What social, physical or practical things do you do to support the patient’s health and
wellbaing?
What social arrangements do you have in place to assist your supporting role?
Can you talk to me about any formal support you have access to? (e.g. carer's leave,
access to oounselling services)

o Are there any other services that you need?

UNDERSTANDING PERSONHOOD

What do you think the term personhood means?

o How do you think a brain injury affects personhood?

o 'What important nursing care activities target personhood?

o What important family activities target personbood?
Is there anything you see nursing staff do with patients and families that promotes their
culture?
Is there anything you see nursing staff do with patients and families to try and
understand their beliefs? {e_g_ about life, health, place in society, how the injury
happened)
Is there anything you see nursing staff do with patients and families to try and
understand important family / other supportive relationships?

Master Interview Guide_Family_ Version-2_07-10-2020 Pape 1of2
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* |5 there anything you see nursing staff do with patients and families to try and
understand their past life experiences?

*  How important are these things (culture, beliefs, life experiences, important
relationships) to the way you support your loved one?

* |3 part of personhood lost with brain injury, or do you think personhood remains
regardless?

EAMILY CHALLENGES

3. Canyou tell me about the hardest things that you face as a support person?
Possible prompts
*  What changes in behaviour do you need to deal with?
*  What changes in memory or physical function do you need to deal with?
* What resources [strategies do you use to cope with these problems?
*  What are your greatest concerns for the patient?

ADVOCATING FOR THE INJURED PERSON
4. What type of care does the patient need?
*  |n what ways do nursing staff include you or other support people in decisions about
patient care?

*  Are there any issues you have raised about the care provided?
*  How do you communicate with nursing staff?
*  How do you communicate with the medical and allied health team?

5. What kind of nursing care do you think is important for patients and their support people?
Possibie prompts
*  What sorts of qualities are vital for nursing staff caring for patients with a head injury?
o 'What sort of support do you personally want from nursing staff?
*  What type of nursing care and support do you receive as a family?
o What works wall for you as family/support person?
o What else could nursing staff do to support you and the patient?
o What is most important to you in supporting a patient with a head injury

LIFE CHANGES FOR FAMILY / SUPPORT PERSON
6. How has the support role affected your life?
Possibie prompts
*  What has changed in your life?
o How will this alter your living ammangements?
o How has this altered your plans for the future?

7. ls there anything else you would like to add?
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7.4.3 Appendix 4.3: Phase 1- Interview guide -nurses
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Interview guide for nursing staff participants

I'm going to ask you some questions about your experience working in a TBl setting, and how your
care might preserve or promote personhood. If there is anything you don't want to answer just
tell me. H you want to stop the interview at any time its ok to tell me that too.

DEMOGRAPHIC DATA

1. Can you talk to me about your nursing background?
o What is your nursing role? AIN/New Grad /RN/CNS/CNE/CNC
o How long have you worked as a nurse? 0-3/3-10/10-20/>20 years
o How many years have you worked with people with TBI? 0-3/3-10/10-20/>20 years
o What decade were you bom in?

THETEI NURSING STAFF ROLE

2. Can you tell me about your experience with providing TBI nursing care?
Possible prompts
o Why did you choose Neuro nursing?
o What does your roke in TBI care involwe?
o How are you supported in your role?
o Canyou talk to me about some of your experiences relating with patients with TBI
and their families? (Geod experiences [ challenging experiences)
3. What type of care do you provide for patients on a day/afternoon/night shift?
Possible prompts
o What is the composition of tasks/duties during these periods?
o How do nursing staff work as a team to provide patient care?
o Who else do you liaise with during the provision of TBI nursing care?

UMNDERSTANDING PERSONHOOD

*  What do you think the term personhood means?
o How do you think a brain injury affects personhood?
o What important care activities target personhood?
*  How important is culture to personhood?
o Is there anything you do with patients and families that promotes their cultural
safety or cultural expression?
o Canyou think of a specific example?
* How important are the patient/family’'s personal beliefs to personhood (eg. about life,
health, place in society, how the injury happened)
o How do you identify those beliefs?
o How are you able to support these beliefs?

Master Interview Guide_MNurses_ Version-2_07/10,/2020 Page 1of3
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o Can you think of a specific example?
How does the context of the injury influence the way you think about patients or interact
with them? (e_g. what if the injury substance use related, self-inflicted or due to reckless
behaviour?)

o Canyou think of an example?
How do you understand a person’s family relationships?

o How important are these relationships in your own care provision?

o What do you think your role is in relation to families or support people?
How do you think a person's past life experiences influence their personhood?
How can life experiences affect the way they deal with their injury?
How do you understand these past life experiences?
How important are the person's life experiences in your own care provision?
Can you think of an example?

L= = I = I =]

UNDERSTANDING THE CHALL ENGES OF TBI NURSING

Sometimes people with TBl aren't responsive, or have trouble communicating. How do you
deal with this?
Sometimes people with TBI have challenging behaviours. How do you deal with this?
Sometimes we have to use chemical or physical restraints for people with TEIL Can you talk
about your experiences with this?

o Can you think of examples of how you preserve personhood when people are

restrained?

‘What are the social, physical or practical things you have to do for the patient/family?

THE IMPACT OF RESOURCES ON PERSONHOOD

How does your ‘team’ make up, environment and resources either support or challenge
persenhood?
How does your own education or level of experience either support or challenge your
patients” personhood?
‘What are the hardest things about nursing people with TBI?

o Canyou suggest some practical solutions to these challenges?

SUPPORTING FAMILIES

How do you involve families/carers in the provision of patient care?
o What sort of things do you talk to families about?
o How do you handle patients or family members’ concerns or complaints?
o Are there any supportive resources for addressing patient and family concerns?

ENHANCEMENT OF NURSING PATIENT CARE

4,
5

How does your workplace enable care that preserves personhood?
How would you like to be supported in your role?
Possibie prompts
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o 'What other assistive services would you like to be provided with?
o Canyou think of any organisational practices/policies that may influence the nursing
care and suppert you provide for patients or family/carers?

TOL LNYERSITY O

6. Is there anything else you would like to add?
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7.5 Appendix 5: INTERVIEW GUIDES USED IN
PHASE TWO

7.5.1 Appendix 5.1: Phase 2-Interview guide -patients, family
members and nurses
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Interview guide: Patients

1.

General question about personhood (from original interview guide)

| am interested in knowing what things are important for you during your
rehabilitation journey

- How do you falk to nurses or others ahout what you would like?

FPossible prompts

» What sort of things do nurses do that are most helpful to you?

» What are the things that they do that you don't like?

» |s there anything that you wish nurses would do to help you feel more like
a person’?

Some people find that being a patient in a rehab Unit has made it harder for them
{0 make decisions for themselves. Can you tell me about any difficuliies that you
find about making decisions for yourself.

Possible prompt
= (Can you give some examples?
» Who do you talk to when you want to make your own decisions?

What do nurses do to include you in decisions about your care?

Can you give me an example or 2 of when nurses do this really well? Can you
fell me about when they don’t do this well and what this is like for you?

. What kinds of situations cause tension between nurses and patients? Can you

give me some examples.

There are lots of different types of clinicans (e.g. doctors, physio therapists etc)
involved in patient care. When there are so many people involved, how do you
communicate your needs?

. Some patients talk about how nurses help them to gradually do more for

themselves. Have you experienced that? Can you tell me how the nurses here
gradually help you do more for yourself?

. Are there ever times that nurses want you to do something that you don’t feel

ready to do? How do you manage the situation?
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9. Have you ever had to wear restraints or not being able to move around freely in
the rehab Unit?
FPossible prompis

+ Can you tell me about that?

» How did it make you feel?

+ From your perspective could this have been done better?
= Do you ever feel you are not allowed to take small risks?

10. What are your thoughts about rehab being a locked Unit?

Possible prompts
+ Tell me how you feel being in a rehab Unit?
» ‘What changes would like to see in rehabilitation care?

Thanks, that is all the questions | have to ask. Is there anything else you would
like to add?
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Interview guide: Family

1.

Can you tell me a little bit about [NAME]

Personhood question (from original interview guide)
-What do you think the term personhood means?

Possible prompts

* How do you think a brain injury affects personhood?
» What important nursing care activities target personhood?
» What important family activities target personhood?

How do nurses go about getting [NAME] to gradually do things for themselves?

. Are there ever times that nurses want [NAME] to do something that he/she

doesn't feel ready to do? How do you manage the situation?

. Has [NAME] ever had to wear resiraints or has not been able to move around

freely in the rehab Unit?

Possible prompts

Can you tell me about that?

How did it make you feel?

How do you think it made him/her fegl?

From your perspective could this have been done better?

Do you ever feel [NAME] was not allowed to take small {calculated) risks?

Some families have said they pariicipate in providing personal care for their
loved one during rehabilitation (such as bathing them or cleaning their teeth), Is
this something you have done?

FPossible prompts

= How do you feel about that?

» Have the nurses helped guide you in how fo do this?

» Does doing these things help you in any way in dealing with the injury and
recovery for (NAME)?

Have you ever been asked to supervise (NAME) when nurses aren’t present? -
-- How do you feel about this?

. Thinking over the time that your loved one has been in hospital, | suspect some

nurses are better at making you feel involved in care and decisions than others. If
this is the case, can you give some examples of when nurses do this well?
3
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9. Can you think of examples when nurses may have made you feel excluded from
care and decision making ?

10. What kinds of situations cause tension hetween nurses and patienis?

11. What kinds of situations cause tension between nurses and family?

12. Families probably know all sorts of things about their loved one that clinicians
don’t know. |s there any particular knowledge that you bring that should be
considered in decision making?

Possible prompts
+ Have you had the opportunity to bring that knowledge to clinicians? And if
50, how was that received?
» Do you have different priorities as a family member?

» Did you ever feel any difficulty in having your opinions heard or used in
care?

13. Sometimes there are lots of different types of clinicans (e.g. doctors, physio

therapisis etc) invelved in patient care. How do you navigate this as a family
member?

Possible prompt
» Does it make it hard to communicate your needs?

14. From the interviews | have had so far, it feels like the closer someone gets o
discharge, the more that the role of the family moves to the foreground, 1 am
interested in your thoughts about this. How has your role and your decision
making changed over the course of [NAME's] admission?

-How have nurses influenced your sense of being able fo cope as discharge gets
closer?

-How ready do you feel to support your loved one at home?

Thanks, that is all the questions | have to ask. Is there anything else you would
like to add?
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Interview guide: Nurses

1.

Question about understanding of personhood (from original interview guide) (only
ask if never interviewed hefore)

The aim of this study is to try and understand how nurses promote personhood
for people with a TBI. What does the term personhood mean to you?

FPossible prompts

* How do you think a brain injury affects personhood?
» ‘What important nursing care acfivities target personhood?

A lot of rehab nursing is about monitoring and maintaining physiclogical stahility
and safety. Do you think these nursing activities support the patient's personhood
in any way? If so, how?

. Some nurses describe using family members to help supervise or give personal

care to the patient. Do you think engaging the family in these tasks supports the
patient’s personhood in anyway? If so, can you tell me about that?
Possible prompis:

= How do you go about engaging family in these types of activities?

» Do you ever have difficulty in engaging family members fo take part in care
activities or monitoring the patient? Can you tell me about that.

=  Why do you think some people do and some people don't want to engage?

How do you go about involving family in decision making? Why do you do this?

. Do nurses’ values and beliefs influence how they promote a patient's

personhood? Can you please provide some examples?
Possible prompt

= Are there any specific nurse characteristics associated with promoting
personhood for the patient? {or person-centred care if they don’t seem o
understand the personhood thing)

. Does a nurse's’ level of experience or experiise influence how they promote a

patient's personhood? Can you please provide some examples?

There are probably times when having to bring lots of other people into a
decision making process makes your role more complex. Can you think of
examples of where having lots of people involved makes decision making harder?

. Can you think of examples where having lots of others involved in decision

making makes things easier?
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9. What happens when you can't meet the preferences of patients and family
member? This might be in relation to things like food, ar rehab routines

FPossible prompts

» Does this create tension?
» If so, how do you navigate this?

Guidelines

10.Some rehab facilities have quite strict guidelines set by e g allied healih. Is this
the case for your facility? Can you tell me about how nursing and allied health
work together here?

Possible prompts

» |Ifso, in what circumstances does working with allied health make your
work easier?

= Are there any circumstances where working with allied health makes your
work harder? If so, give me some examples

» Does the need to work with allied health ever override your own clinical
judgement?

» Ifso, whatis that like to have your clinical judgement overridden?

11.What are the conssquences if nurses don’t follow the set guidelines?

12 How do you know you have to stick to the guidelines? Is it written down
somewhere or is it something that everyone just does?

13. How do guidelines influence your capacity to give person centred care?

14. Are you ever able to negotiate the content of the guideline? What kind of things
make it easier or harder to negotiate these guidelines? (\Was it only about power
and authority, or were there other faciors e g., exhaustion due to lack of siaff)

Possible prompis

+ |fyou can’t negotiate the content of the guideline e.g. because it is
afterhours, do you find ways to work around them?

+ Do these work arounds complicate your job?

» Does having to work around rules in the middle of a shift affect you
emaotionally?

» Does it have any impact on patient care?
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15. Are there any other organisational policies that influence how nurses provide
patient care?
Possible prompis

» |f so who makes these policies?
» How do nurses navigate these policies?
» How do these policies hinder/support promoting personhood for patients?

Handing over the baton

16. Nurses may have a particular role the closer someone gets to discharge; | am
interested in your thoughts about this.

Possible prompts

s Tell me more about the role of nursing in relation to patient discharge
» Who do nurses relate with to prepare patients for discharge?
» Are there any difficulties for nurses during getting patients ready for
discharge?
17. There may be patients who are siill unable fo make decisions for themselves
ahout day to day things as their discharge gets closer. What is your experience
with this?

Possible prompts

» How do nurses work with this situation?
» ‘What do you think this means for families?

18. Do you find many patients who do not have family around to support them?
Possible prompts

» What does this mean for the personhood of the patient when family is
absent or present?
» |f so, What does this mean for the role of nursing?

19. How does the balance of decision making change between nurses and families
as the person gets close to discharge? What kinds of things create tension or
complexity between nurses and others as the person gets closer to discharge?

20. Going home is kind of a risk; how do you start to prepare patients and families for
calculated risks as their independence grows?

Thanks, that is all the questions | have to ask. Is there anything else you would
like to add?
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Research Data Management Plan
(RDMP template)

The Data Management Flan can be used in a number of ways to assist with data
management planning.

These include:

* To identify a series of issues and underlying questions that should be
considered when planning a research project and initiate discussions within a
project (team)

* For the development of a data management plan

* To raise awareness of good practice when planning for data management
during the life cycle of a research project.

The RDMP is informed by the requirements set out in the Australian Code for the
Responsible Conduct of Research, the UK Digital Curation Centre Checklist and
current SLHD governance prachices.

Use the template effectively to develop a data management plan by providing detailed
and descriptive responses to the following gquestions. Please provide as much
descriptive information as possible and indicate 'Not Applicable’ (N/A) for those
elements you determine are not relevant to your project.

Document Histo

Associate Professor Janice Gullick

Author of this document
Author's relationship fo the Coerdinating Principal Investigator

project/data
10/12/2019
Drate document created
Document Version Fwo
Date document 21 September 2020
modifiediupdated
1* March, 2021
Date to review this document e
Position or person Coordinating Principal Investigator (A/Prof Janice Gullick) Principle
responsible for reviewing the  Investigator [Stephen Kivunja), Research Supenvisor (Dr lo River) and
plan, if applicable Research Supervisor & Pl at Roval Rehab (A/Prof Julie Prvor]
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1.0

1.0
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1.2

1.3

1.4

1.5

1.6

1.7

1.8

1.9

1.10

ABOUT THE RESEARCH PROJECT

Project title

Project description

Date project
commencedfing
Estimated date of
project completion
MName of Chief
Investigator
MName/s of Partner
Investigators

Name of Supervisor (if
applicable)

Primary contact for the
data

Name of
Depariment/Centre

Lead partner
organisation

Other partner
organisations

2.0  FUNDING BODY

b

Sodal processes that and pi
care in hospital and rehabilitation settings

d in TBI nursing

This study aims to develop a theoretical understanding of the social
processes that promote and preserve 'personhood’ for people who have
experienced a traumatic brain injury (TBI), and are receiving care in an
imtensive care unit, an acute neurcscience ward or an inpatient
rehabilitation centre. The study will be conducted at Royal Prince Alfred
Hospital, Royal North Shore Hospital and the Royal Rehab, Ryde.
Participants are people with TBI, their family members or support
persons, and neuroscience or rehabilitation nursing staff. Participants will
take part in semi-structured interviews and/or field observations of care.
Data will be analysed using a qualitative research method known as
Grounded Theory which is designed to develop a theory about a subject
that is dependent on social processes.

2020

2024

Coordinating Principle imvestigator: A/Prof Janice Gullick
Principle Investigator: Stephen Kivunia

Dir Jo River, AfProf Julie Pryor, Elaine McGloin, Vicki Evans

A /Prof Janice Gullick

#/Prof Janice Gullick
Susan Wakil School of Nursing and Midwifery, The University of Sydney
The University of Sydney

The research team incudes senior dinidans at the Sydney Local Health
District, Northern Sydney Local Health District and Royal Rehab.

Provide details of relevant funding bodies and their Grant application numbers.

The University of Sydney Postgraduate Research Support Scheme. (No grant numbeers)

Research Data Management Plan_V2_07_10_3020
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3.0 DATATO BE PRODUCED

Describe the type of data; its characteristics and features; the methods or processes for producing the
data; expected file formats; use of existing or third party data and any requirements associated with its

use.

Type of data will be produced,
collected, generated or captured
during the project?

Demographic and clinical data: age, gender, cultural background,
length of stay, mechanism and severity of injuries, procedures,
functional status

In-depth interview data

Field observation data.

How will the data be captured,
collected or created? (describe
process)

iSemi-structured interviews with people with traumatic brain injury
((TBI), family members and nursing staff will be audio-recorded and
later transcribed for analysis and interpretation. The primary
researcher will also observe how participants interact during nursing
icare delivery, creating field notes in hard copy that will be transcribed
into deidentified electronic form.

What tools, instruments, equipment,
hardware or software will you use to
capture, produce, collect or create the
data?

Researcher- primary instrument for interviews and observations. An
interview guide and cbsenation guide will help to structure this data
collection

4 digital audic-recorder will be used to capture semi-structured
interview data

+Other equipment will include: Laptop computer, Note pads, pens, amd
jpaper

HVideo conferencing equipment

What are the ex d file formats of
the data that will be captured,

produced or created?

Interviews will be captured by way of audic-recording. These files will
lbe created in a digital/MP3 format. The field observation notes will be
frecorded in a note-pad/paper form using only a participant code.

Are these file formats based on open
standards, non-proprietary or widely
used, documented and suppeorted?

[The audio data will be MP3 files. The audio transcripts and transcribed
field notes will be in word document format. Labelled with a
jparticipant code.

Will the project use existing or third
party data as part of the

[Onty existing eMR demographic and clinical data, and first party
interview and observation data will be used.

Are there any requirements for use of
third party data such as licensing

4.0 DATA DOCUMENTATION AND METADATA

Provide details of: any supporting i

o be devel d or doct et

standard, controlled vocabularies or ontologies that will be used to describe ihle data; quality
assurance processes(calibration, validation, ete) to be applied fo the data; and any processes that
will be followed for documenting or organizing the data such as file name conventions, directory

structures, etc.
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What supporting
information/documentation will you create
ta enhance understanding of the data?
le.g. codebooks, data dictionaries, data
idefinitions, publications, websites. (pleass
lattach data dictionary as appendix to this
idecument)

Data definitions for dinical and demographic data have been
provided as an appendix

Are you using any metadata standards,
controlled vocabularies or ontolegies to
describe the data?

Cualitative data will be interpreted using a social constructionist
approach.

Are there any Quality Assurance processes
that could be applied to your data? e.g.
calibration, validation, transcription, peer-
review etc.

Transcription will be verbatim by the researcher or by a secure
professional transcription service. Data transcribed
professionally will be reviewed for acocuracy. Initial coding will be
conducted by 4 researchers. Supervision team for peer-review.

What processes will be established and
followed to decument and erganise data?
i.e. wersion control, filename
conventions, directory struchures etc.

Wersion control will be facilitated by filename conwventions,
updated with each version and date.

Research Data Management Plan_V2_07_10 2020

389



5.0 DATA STORAGE AND SECURITY

Describe data storage and security arangements: eslimated size/amount of data; the location of
where the data will be stored; the location of where the data will be backed-up to; frequency of back-
up procedures and person responsible; how access fo the data will be managed, any secunty or
resfriction issues relating to access or storage; and details of any physical or non-digital outputs that
need to be stored including their location.

How much data are you likely o
collect/generate throughout the
project? (numbers of
records/patients/surgeries or sizes
of files /sizes of databases)

Where will the data be stored during
the project?

We anticipate an approximate number of 8— 20 in each group of
participants [patients; family members / nursing staff) per site.
Deidentified data will be stored on a password protected University off
Sydney computer.

Will your data be backed up, by
whom, how often, where?

Data will be backed up by the primary researcher in the University of
Sydney Research Data Repository as acquired.

How wiill access to the data be
managed during the project?

Wocess to data beyond the primary researcher (PhD student) will be

to the student’s supervisory team in deidentified form.

Are there any commerdalisation,
ethical or confidentiality restrictions
relating to accessing or storing the
data during the project?

Mo, apart from the standard confidentiality concerns. Data will remain
confidential.

Is there any non-digital data or
outputs that the project will
generate? Where will these outputs
be storad?

1] Deidentified observation notes (marked by participant codes) will
be stored in a secure locker at the University of Sydney until
transcribed. They will then be destroyed (shredded) once transcribed.
2] Any video-conferenced interview will be retained as an audio file
only. The video file will be permanently erased to protect participant
confidentiality. The audio file will be stored in the University of
Sydney Research Data Repository.

6.0 ETHICS, COPYRIGHT, IP AND AUTHORSHIP

Provide information on Ethics, copyright and IP arrangements - methods used to manage sensitive,
confidential or private information; details of any restrictions due to ethical or privacy considerations
on the data; information for consent forms relating to retention of the data and protection of privacy
and confidentiality and steps taken to manage these (de-identification, etc); details of any agreements
reached with pariner organizations concerning cwnership of the data; any copyright or licensing
restrictions; or legislative regulations or requirements associated with collecting data from/sending to
countriesflocations outside of Ausiralia.

Dioes/will the data contain sensitive,
confidential or personal infermation?
If yes, what methods will be used to
protect the data e.g. encryption,
password restrictions etc.

Data will contain sensitive and confidential information. Data from
interviews will be stored in de-identified form where psesdonyms
will be applied
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Are there ethical/privacy
considerations surrounding the ability
to sharefpublish the research data
outside the immediate research team?

Data will not be shared. Findings will be disseminated through
iconferences and peer-reviewed journals in a way that does not
lbreach participant confidentiality. (Noted in participant info sheets).

If intending to share any part of the

data, do your partidipant consent forms

include information about intentions for

sharing, retention of data and steps:

taken to protect participants privacy and
iality?

[We do mot intend to share data.

What steps will be taken to protect
privacy and confidentiality? e.g. de-
identification, re-identification or
anonymising data.

[Transcripts will be labeled with participant codes, and participants
mwill be referred to by pseudonym. Mo data stored with identifying
idetails. Minimal or pooled participant characteristics will be
reported if detail threatens confidentiality.

Has an agreement about the
ownership of research data and
primary materials been reached

partner institutions? Provide
details. If the agreement is in
writing, add as appendix to this
RDMP

[ investigators from the Sydney and Northern Sydney LHDs and
Royal Rehab have been provided with the Research Protocol stating
that “The Intellectual Property generated from the study is owned
lby the research team and the intellectual property rests with the
jprimary researcher.”

transportad to another country or
area outside of Australia? Are there
any legislative requirements to
meet?

Are there likely to be any copyright No
restrictions that will apply to the

data?

Will the data be collected in or No

Have you considered and discussed
authorship? Who are the intended
authors of any products of the
research project?

iStephen Kivunja {PhD student) will be the first author. Other authors|
lwill be the supervisors [A/Prof Janice Gullick, Dr Jo River). Co-
investigators from LHDs have been offered contribution and
uthorship on resulting publications.
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7.0 ACCESS, SHARING, REUSE OF DATA

Provide information on access, sharing and reuse arangements including : what data or non digital
outputs will be retained on completion of the project; where will these be stored; will somefall of the
data be shared or published; any restrictions that negate sharing or re-use of the data; any
reguirements for mediating access to the data; what supporting information will be available to assist
with interpretation of the data; what processes or steps will be taken to protect privacy and
confidentiality; intent to deposit in data repesitory or archive; how soon after completion of the project
can the data be shared: and anv costs associated with making the data available for sharing or re-use.

Will part/all of the data be retained on
completion of the project? Where will this
data be stored?

Deidentified data retained for a minimum of 5-yrs and stored in
the University's secure Research Data Repository. It will then be
destroyed, pending completion of research reports

|"Where will non-digital data be stored pest
project?

Mon-digital data (observation field notes) will be transcribed to
electronic form, and hard copy destroyed (shredded)

How will access to the data be managed
post project?

i1 {A/Prof Gullick) and PI (Stephen Kivunja) will take joint
responsibility for ongoing safe/secure storage and disposal of
research data according to this data management plan and the
University of Sydney's Research Data Management Policy (2014])

Do you plan to share some/part of the
data post project? Will the data be
deposited with an archive or repository
or published on the web?

Mo

Are there any restrictions placed on
sharing/reuse of some/all of the data?

[fes. No data will be shared

Can these be managed by setting
mediated access to the data? e.g. access
to the data must be iated via Chief

data is of mini use when d from its
context, and there may be unigue events and experiences in raw

Investigator.

data that could render people identifiable in small
rconnected communities. There will be no data sharing.

What supperting infermation to assist
with interpretation of the data will be
made available? How will the informatien
be made available?

W data definition list will be maintained to assist acourate use of
demographic/dinical data. This data will be used to understand
@nd describe the context of qualitative interview and field
findings in ished reports. It will not be used in
published reports in a way that makes participants identifiable.

How will you ensure that identified
processes or steps taken to protect
privacy and confidentiality will be
achieved prior to completion of the
project and sharing of the relevant data.

Mo data will be shared.

| "When will the data be shared post
project? e.g. immediately, 3 months, &
manths,1 year.

o data will be shared.

Is there likely to be any costs associated
with making the data available for
sharing or re-use?

INo data will be shared.
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8.0 DATA RETENTION AND DISPOSAL

Provide information on data retention and digposal, including : how long the data should be retained (in
line with University Policy . State Records Act 1998, andfor Funding Body requirements: the disposal
date and data disposal approval process that will be followed, in line with University Policy.

How long the data should be retained for?
i.e. permanently, 5 years, 7 years, 20
years, etc

[Data will be retained for a minimum of 5 years. It will be
retained until all associated publications and conference
have been c

TF disposing of data, outline how will you
handle the disposal of sensitive, confidential
data

Electronic data will be permanently erased and remaining hard
copy data will be shredded.

9.0 PRESERVATION & ARCHIVING

Provide information describing preservation and archiving arangements, including: the sustainable
file formats that will be used for long term access; descriptive information detailz the organization and
structure of the data and supporting information that will be made available with the data for re-use and
interpretation; the person or position responzible for managing long-term access to the data; and any
expected costs associated with long term storage of the data.

[ 'Will the final format of the data files be in
a sustainable format supporting long
term access? i.e. based on open source
standards, non-proprietary.

[The format of data files will be in original sustainable format,
available for access for a minimum of five years. It will be
retained im this format until all assedated publications and
conference i have been c It will only be
available for access by the Chief and Primary Investigators, and
thereafter destroyed.

Will the supporting decumentation be
stored with the data to enable future
interpretation?

Supporting documentation be stored with the data fora
minimum of five years. It will be retained in this format until all
associated publications and conference presentations have been
completed. It will only be available for access by the Chief and

Primary igators, and th ¥

Who is responsible for maintaining the data
after the research project is complete? e.g.
Chief Investigator, data manager, research
assistant.

IC1 (A/Prof Gullick) and Pl (Stephen Kivunja) will take joint
responsibility for ongeing safe/secure storage and disposal of
research data according to this data management plan and the
University of Sydney's Research Data Management Policy (2014]

Are there likely to be any costs associated
with the leng term storage of the data?

:
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APPENDIX

Data Definitions

1. Length of ICU stay: measured in days, by counting the days between ICU admission and ICU
discharge from the eMR

2. Length of Hospital Stay: measured in days, by counting the days between ED admission and
hospital discharge from the eMR

3. Length of Ward stay: measured in days, by counting the days between ward admission and
discharge to rehabilitation setting

4 Length of rehabilitation stay: measured in days, by counting the days from admission into
rehabilitation setting from hospital

5. Sewverity of injury: extent/fintensity of head injury

6. Acute Physiology and Chronic Health Evaluation (APACHE) score, this scale categorises the
outcomes of patients after traumatic brain injury i.e. severe, moderate and low disability

7. Glasgow Coma Scale (GCS ): Scale recording the state of a person’s consciousness after head

injury for initial and subsequent assessment, measured out of 15 points

8. Activities of daily living [ADLS) e.g. showering, feeding self, and maintaining p Vil
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7.7 Appendix 7: Example of Navigation pane snippet
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4.6.1 Introduction: Definition of component
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4 4,6 COMPONENT 1: PROTECTING THE BODY OF THE PERSON

4.6.1 Introduction: Definition of component

.

47 Nurse body protection activities
4.7.1 Accepting clock-driven practice routines
4.7.2 Collaborating with allied health to protect the body
473 Collaborating with the patient and family to protectt...
48 COMPONENT 2 ENGAGING THE PERSON WHO IS THE PA...
48.1 Introduction: Definition of component
482 Understanding the capacity of the patient

S

483 Understanding the personhoad of the patient throug...
484 Understanding the personhood of the patient throug...
485 Prioritising intentional communication with the patient
486 Knowing the person and personalising care

49 COMPONENT 3: HANDING OVER THE BATON

49.1 Introduction: Definition of companent

n

S

49.2(7) Relating to the actions of individual nurses
49.2.1 Taking in-the-moment opportunities to promote se.

4922 Acknowledging and addressing discharge aniety

.

4.2 (i) Relating to structured organisational practices
483.1 Engaging substitute decision-makers
49:3.2 Enabling care transitions through structured org...
4833 Structured training programs for patients, family...
4834 Structured training for the patient
4835 Discharge planning structures
4,10 Celebrating handing over the baton

The body is the vessel for personhood, and a TBI patient's capacity for self-
monitoring and self-protection may be compromised by impairments of the brain, and
potentially other body parts. Protecting the bedy of the person describes a collection
of strategies employed by nurse participants to monitor and maintain integrity of the
body and protect the person from physiological derangement and physical harm.
Protection from such harm was not only perceived as necessary for the attainment of
rehabilitation goals, but also as inherent to nursing practice more generally. In the
context of protecting the body, nurse agency was usually privileged over patient and
family agency. Nurse agency was underpinned by the privileging of nursing
knowledge and clinical reasoning, and applied at a time when the person was less
physiologically stable and less functionally able. There was also an organisational
expectation that nurses fulfil these functions, which is a part of the workplace
socialisation of nurses. However, The Dance required to protect the body, was not

always straightforward.
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7.8 Appendix 8: Post-it-notes
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7.9 Appendix 9: Examples of memos

Examples of memos

1) Memo : Coding-data analysis — 03-10-2023 10:00hrs

While coding, there is the Basic Social Process (BSP) that consists of 3 elements i.e.
holding control (Nurse led care), negotiation control (personalised care) and giving
control (patient led care). There is also other elements of — contextual factors, famity
involvements and nursing care. How do all these elements fit together within the
developing BSP?

2) Memo: Relinquishing control — 31/1/2023 -1900hrs
-The Basic Social Process appears to be shifting to ‘Relinquishing control’

-Relinquishing control refers to a process undertaken by nurses that starts with
nurses holding control and then ... this notion and handing control over, itis a
continuum, nurses come in and out of it as they make decisions .

1a)-Holding control -YES

-System holding control (organisation-BIU,NSW Health, National Standards-the
‘Whole® at any level )

-Clinical team holding control — other disciplines -MDT, AH, MT, (Accepted ways of
working together)

-the nursing profession holding control -RN standards for practice-NMBA
standards/code/guidelines e g falls risk management,

-the individual nurse is holding control — clinical judgement while in practice

-the family holding control -any factor that the family holds in relation to patient care
e.g toiletries, clothes from home:

1b)-Relinguishing control to the family (involving family in the care) — bringing in
photos

1c)-Relinquishing control to the patient ( involving the patient)
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3) Memo: The Basic Social Process evolution -21/02/2023 -1800hrs

-The Basic Social Process has shifted from ‘Relinquishing control’ to being one
where nurses are “Valuing the person who is the patient’.

-The definition of personhood falls under three domains i.e Biological Personhood,
Relational Personhood and Individual Personhood. An operational definition for each
of these three concepts will be developed in relation to literature and participants’
interview data.

Structure for data analysis

Valuing the person who is the patient — (Overarching theme)
1{a) Holding control to preserve biclogic personhood

1{b) Facilitating relational personhood

1(c) Facilitating individual personhood

For each of the above phases/ stages there will be data that make it visible what the
nurses are doing to promote andfor preserve personhood for the patients.

4) MEMO: 4/4/2023 Meeting note
Requirement of the nurses to do rounding is a Contextual Factor
I will need to find out in the next interviews if this is the case

Supervisor X suggested that the system requirements for rounding appear to push
practice in a different direction. Do these always preserve personhood? How does
rounding impact nurses capacity to provide person centred care?

The system brings the nurse to the patient, but the nurse does something else once
they get there. Is this limited to biologic personhood or something else?

5) Memo: Dancing with agency: 17/8/24

This is appearing to be the main category as nurses dance with agency of other
nurses and cther parties e.g AH, medicine, managers to apply strategies that
privilege patients’ agency. The dance has four properties : Tension {low and high}),
Mumber of dance partners; music in the background; and philosophy of the dance
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Memo: Strategies for managing challenging behaviours -10/05/23 -0330hrs

There are several strategies that nurses use to manage challenging hehaviours.
Some of these appear fo be promoting personhood and others appear to be directed
at nursing staff aiming at controlling the challenging behaviour by whatewer
resources are available to them. Should the grouping under the above category of
be separated into two sub-categories or presented as one major category?

MEMO: 05/06/2023 -1730hrs Thought from face-to-face-team meeting
discussion

This content describes what the 3 non-linear processes or paris ( i.e. 1a,1b & 1c)
represent/mean in relation to data analysis in this intermediary phase

1(A) Monitoring and maintaining physiologic integrity

This section consists of categories that symbolise that nurses are monitoring and
maintaining physiologic integrity for patients. Nurses do not have (agency)/power as
to determine what needs to be done. Policies, directives, organisational guidelines
appear to direct how care is delivered

- The nurse's agency is constrained by policies, directives, or organisational
guidelines and physiological integrity takes priority over the promotion of personal
agency.

1(B) Engaging the person who is the patient

- Nurses are engaging the person who is the patient and activate their own agency
and clinical expertise to promote the agency or the person, finding in-the-moment
opportunities to encourage participation in self-care acfivities.

-Here the nurses have agency and determine what needs to be done for patients

1 (C) No name yet for this code/category (Advancing independence of the person
who is the patient)

Still considering what this is :
- ? Nurses giving agency fo the patient, families, cares, community relationships
-The nurses are enabling the patient to take the lead regarding their care

- Nurses are advancing independence of the person who is the patient and use their
own agency and expertise to support the person, family, and carers to take-back
confrol and decision-making about daily activities.
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Memo: Patient Services Assistants (PSAs) : 17-8-2023 ; 19:28hrs

The role of PSAs is to provide support to the nursing team in the delivery of nursing
care o patients as directed by Registered Nurses (RNs). PSAs assist patients with
all activities of daily living in accordance with the nursing care plan and under the
supervision of a Registered Nurse. They assist in collecting accurate health care
information, communicate effectively with patients and health care team members,
and are expected to report all relevant information timely and accurately.

Memo: 02-05-2024- Impact of TBI on mental health

There are references to the impact of TBI on mental health for , though these are
not extensive in the data reviewed so far. These will be explored across all the
interviews to ascertain whether this si a major contextual factor that could be
examined at length
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7.10Appendix 10: Storyline - early draft

Storyline: Dancing with Agency

The storyline in grounded theory is an analytical strategy that is intended to facilitate the
construction, integration, visualisation and dissemination of a theory that is grounded in
data (Birks et al., 2009). The guiding principles utilised to construct a storyline are aligned
with the acronym ‘TALES’, meaning: “Theory takes precedence (as the final product of data
analysis), Allows for variation (an abstraction of theory that makes room for multiple
dimensions and negative cases), Limits gaps (weaknesses in the developing theory are
identified for the purpose of informing further data collection/analysis), Evidence is
grounded (while an abstraction, the storyline is accurate and valid in drawing together
analytical relationships), and Style is appropriate (in this case, the style is framed by this
document being a tool for the research team to structure and critique the theory (Birks et
al., 2009).

This storyline arose from the Constructivist Grounded Theory study that explored how
nurses promote and preserve personhood in traumatic brain injury (TBI) care in
rehabilitation settings. Key challenges to the capacities of people with TBI that threaten
personhood, and lead to the need for nursing care interventions, include: physiological,
functional, and cognitive impairments and behaviours that other people find challenging.

The guiding theoretical construct in this study is symbolic interactionism which assumes that
“people construct selves, social worlds, and societies through interactions” (Charmaz et al.,
2019, p.18). Agency is an important concept in the guiding theory of Symbolic
Interactionism, where it refers to “the feeling of control over actions and their
consequences”(Moore, 2016, p.1). Dancing with Agency, as the basic social process in this
theory, is expressed through 1) language (e.g. the words one chooses, whether written or
verbal), and 2) symbols that create meaning in interactions (examples could include symbols
of authority such as job titles, published policies, and uniforms; symbols that convey
meaning about an environment; and body language and actions that carry meaning for the
observer).

This storyline describes the theory of Dancing with Agency as rehabilitation nurses select (or
neglect) strategies to promote and preserve personhood in their care of people with TBI.
This Dancing with Agency may occur when nurses interact with the others (e.g. personal
care assistants, doctors, allied health, families, patients, local managers, and professional
organisations or government bodies). There is an interdependence/relationship between
these parties who ideally have the patient as the focus of their concerns. Each person or
entity will bring their own agency to interactions and sometimes these agencies will
compete for priority.
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Properties of the dance

The dance consists of five properties: tension(low and high); number of dance partners;
music in the background, philosophy of the setting; and impacts of the dance

Tension that rehabilitation nurses encounter

An important property of Dancing with Agency is the tension that rehabilitation nurses
encounter and negotiate as they deliver care that impacts personhood. The tension (around
whose agency is privileged) can vary in its degree. Nurses encounter situations with low
levels of tension and high levels of tension. The degree of tension is informed by a nurse’s
perception of their agency in relation to the agency of others, and whether any one party
perceives a need to privilege their own agency above another’s. Low tension situations
might be characterised by everyone (nurses and others) being aligned with a particular
strategy or position. High tension situations might be characterised by situations of conflict
or complexity where nurses need to consider whose agency to privilege to achieve the best
outcome. Sometimes the best outcome may be the promotion of personhood and at other
times, other priorities may prevail.

Number of dance partners

Another property of Dancing with Agency is the number of dance partners whose agency
the nurse takes into account (e.g. own agency vs agency of others). The exertion of nurse
agency necessitates taking into account agency of others that have capacity (dance partners)
to influence/shape patient care. Operating within this context requires nurses to dance with
the agency of: patients, family members, managers, members of allied health and medicine.
Professional actors have different scopes of practice and responsibilities and may bring a
specific disciplinary lens. Patients and families hold different knowledges and interests in
relation to a clinical issue. The greater the number of dance partners the more complexity is
present in the dance. When the number of dance partners is small (e.g. a two way
interaction), there are fewer perspectives that the nurse needs to consider. This may make it
easier to determine whose agency should be privileged and to negotiate that agency. When
there are many dance partners, nurses’ ability to dance with agency effectively depends on
the level of collaboration in working relationships, shared knowledge of the situation and
shared rehabilitation goals. The contextual factors are that rehabilitation is a highly
specialised field; there exists multiple partners that shape what comprises nursing care for
patients in rehabilitation.
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Music in the background

Another property of Dancing with Agency is the music in the background that the dance
relates to (the rules of the dance and prescription of the dance). The music in the
background is set by multiple parties. However, a major source of the background music that
nurses dance to in TBI rehabilitation are members of allied health who have agency to
‘script’ or make rules/specifications/ directives/ guidelines that affect/influence nursing
agency. The dance occurs when nurses liaise with members of allied health to deliver
‘scripted’ personal care. At one particular research site, delivering ‘allied health scripted
care’ was mandated and nursing agency was fundamentally supressed. Nurses’ have the
agency to contribute to allied health dynamic guidelines (these change frequently), although
at times there seems to be an uneven two way collaboration between nursing and allied
health. Nurses appreciate allied health prescriptions for the dance when such input
enhances or arguments nursing care effectiveness. For example the use of communication
tools designed by speech pathologists enhances nurses ability to communicate with non-
verbal patients thereby supporting the delivery of care that promotes personhood. In other
instances, allied health prescriptions can hinder the provision of personalised care as patient
specification (e.g. cultural preferences, dynamic conditions of the patient that a nurse may
access and respond to) are overlooked by prescriptive guidelines. Keeping up with the ever
changing allied health scripted guidelines makes it hard for nurses as they have to dance
with AH agency in both written (documented) and verbal forms to be able to provide
personalised care. Contextual factors include: the dominance/assumed power of allied
health over nursing, status of allied health prescriptions, site specific practice, nurses’ level
of critical thinking, and existence of a range of possible equipment with varying application
between patients in rehabhilitation.

Nurses agency influenced by uncomfortable compliance with AH guidelines

At one site, delivery of nursing care is mostly guided by allied health agency. Nursing agency
toward allowing family members involvement is curtailed by AH guidelines or specifications
{e.g. AH mandate prior training for family before participating in patient care). The dance
with agency requires being up-to-date with AH specifications and negotiating these along
with their rationales with family members who opt or request to patriciate in patient care.
Complying with AH specifications present discomfort for nurses as they dance with agency
to fulfill AH prescriptions and at the same time addressing views from family members that
at times may be in contrast with scripted approach to rehabilitation care.

Nurse agency crafted to navigate around rigid AH guidelines
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Some nurses activate own critical thinking to ‘skirt’ around rigid AH guidelines to provide
personalised care. The dance is between nurses, patient preferences and AH prescriptions
evidence in form of guidelines. Nurse agency works to privilege patients’ preferences over
AH prescriptions when these are contradictory to the patients preferred choices of care. Less
experienced nurses may be constrained with how to navigate or ‘bend the rules’ around the
rigid AH guidelines. Rationale for navigation is aimed at providing patient informed care
rather than clinician/AH informed care with a goal of promoting personhood where patient
safety is not compromised. Contextual factors include: site specific practice, status (sanction)
of AH guidelines, level of critical thinking of a particular nurse.

The music in the background is also symbolised by ‘invisible factors’ that impact
nurses’ agency to fulfill their role to the level perceived by patients or family members to be
of a high quality. Families have expressed this background music as ‘nurses being
understaffed’. Consequences of nurse understaffing are that patients’ incontinence needs
are not addressed promptly, there is increased use of restrictive practices that limit personal
agency, and family members decrying substandard quality of care/missed care. The dance
occurs when nurses explain their actions or inactions to patients or their families for the
missed care/perceived inefficiency. A contextual factor is that there is a shortage of nursing
staff which is a limiting factor to staffing levels withing the rehabilitation setting.

Another example of the music in the background are the rules of the dance which
mandate that the rehabilitation settings are locked environments. Patients are confined
within these settings with restrictions on freedom of movement. Nurses have reported that
some patients described their rehabilitation world as feeling as though they are in a prison
and do not want to be there. The dance with agency is witnessed as nurses
device/contemplate ways to negotiate providing meaningful patient care in the context of
patient dissatisfaction with their rehabilitation environment. A contextual factor is that
rehabilitation settings are kept locked to promote patient safety as some patients may have
impairments (cognitive/physical) that put them at risks for getting disoriented regarding
their whereabouts, harm to others, falls or absconding. Nurses also dance with background
music in the form of the ever changing ‘tunes’/allied health directives regarding how patient
care is to be delivered (e.g. during transfers or feeding). Failure to be abreast with current
changes leads to delivery of incongruent nursing care that is decried by families when
witnessed. A contextual factor is that rules ‘governing’ rehabilitative care are dynamic and
some nurses may not be knowledgeable about current updates.

Philosophy of the setting

Another property of Dancing with Agency is the philosophy of the setting (inpatient rehab in
general) in which the dance is taking place (that may provide the theme of the dance).
Nurses have reported the goal of rehab as: getting the person ready to go home; getting the
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person as close to normal as possible; facilitating the regaining of functional capacity;
maximising independence in the context of the person’s ability; ‘giving the patient’s life
back’. Nurses dance with agency involves acting as facilitators to advance rehabilitation goals
that are often set by patients and their families. Nurses prioritise patient’s agency and
promote/encourage independence with basic ADLs. The role of nurses is to facilitate the
engagement of the patient in self-care and not ‘to do it all’ for them. The dance also involves
nurses continuously exploring that patients’ are aware of their rehabilitation goals. Nurse
agency is focussed on maximising personal capacities and encouraging patients’
participation toward attainment of specific pre-set personal goals.

Consequences of nurses engaging in the dance

These are outcomes for nurses, dance partners and the organisation. (Will appear at the end
of the theory)

There are notable outcomes for Dancing with Agency for nurses, dance partners and the
organisation. The outcomes for nurses are physical, emotional, mental, and psychological in
nature. These are generated by patients with TBl who present with behaviours that nurses
and others find challenging. Nurses have reported being victims of assault, having objects
thrown at them, spat at, threatened, felt scared of turning up for duty, being tired,
emotionally drained and calling in sick on rostered days. Physical harm from patients can
generate traumatic experiences, distress, emotional and psychological discomfort for nurses.
Nurses are prone to being in the ‘arms way’ for patient-harm due to the nature of nursing
work necessitating being in close proximity with patients. The dance is shaped by how each
nurse navigates the consequences of being a victim of ‘“clinical harm’ and yet continue to
provide care that promotes personhood for patients. Some nurses have expressed being in a
dilemma and contemplated leaving their jobs, another form of dancing with their agency.
The contextual factors are that patients with TBI may present with a variety of behaviours
that others find challenging, and caring for this category of patients can generate physical
and emotional outcomes.

PROTECTING THE BODY OF THE PERSON

Definition of phase and its relation to personhood in rehabilitation
nursing

In this phase, rehabilitation nurses use various strategies to protect the body of the
person who is the patient from physiological and physical harm. Body is the vessel for
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personhood and patients’ capacity for self-monitoring and self-protection may be
compromised by the impairments of the brain and potentially other body parts.
Protection from such harm facilitates working toward attainment of rehabilitation
goals. In this phase nurse agency is usually privileged over patient and family agency
by nurses monitoring and maintaining physiological integrity, and monitoring and
maintaining physical safety. Nurse agency is underpinned by the privileging of
nursing knowledge and clinical reasoning at the time when patients may be less
physiologically stable and less functionally able. There is an organisational
expectation that nurses fulfil these functions and is part of the socialisation of
nurses.

(i) Monitoring and maintaining physiological integrity

Rehabilitation nurses enact various strategies to monitor and maintain patients’
physiological integrity. Physiological integrity (e.g. homeostasis) is vital to the
promotion of personhood in rehabilitation nursing as the patients’ ability to
participate in any form of therapy is influenced by their level of physiological stability

and function.

Nursing strategies used to monitor and maintain physiological

integrity
Nursing strategies that are used to monitor for physiological integrity include:
observation of vital signs, blood glucose monitoring, observing for swallowing,
nutrition, elimination; observing for skin integrity. The patients’ physiological
deficits may introduce specific physiological risks such as the risk for: aspiration,
infection, and multi-organ failure (e.g. in the case of sepsis). Nurses monitor to
enable early intervention.

Nursing strategies that are used to maintain physiological integrity include: feeding,
hydration, periodic patient repositioning, medication administration, request for
medical review.

Nurses often delegate or enable family members to contribute to the monitoring and
maintaining of physiological integrity. Common tasks conducted or assisted by family
are showering, teeth cleaning, feeding, transfers and exercises. There is suggestion in
the data that families may at times clean patients after episodes of incontinence.
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(ii) Monitoring and maintaining physical safety:

Rehabilitation nurses participate in monitoring and maintaining physical safety with
the intent of minimising or preventing harm for patients. Physical safety is
paramount for the person receiving rehabilitative care and forms the foundation
upon which the will/ability to participate in therapies is built.

Nursing strategies used to monitor and maintain physical safety

Nursing strategies that are used to monitor for physical safety include: assessment
for falls risk, assessing for patency and security of clinical/assistive devices;
monitoring patient emotional cues (e.g. for aggression), monitoring for emotional
safety, risk of absconding , monitoring the patient’s immediate environment and its
appropriateness, and one-to-one nursing allocation.

Low tension encounters while Dancing with agency

Agency is shared through accepted practice routines:

A key contextual factor is that rehabilitation nurses are socialised to attend to
routine tasks in a way that is often clock driven. Nurses adhere to routines when
performing tasks that pertain to protecting the body of the person for aspects
pertaining to both physiological integrity and physical safety. Completing practice
routines may require nurse to dance with the agency of others in order, for example
the permission of patients, the engagement of families and the priorities of other
staff. The focus on the timing of tasks might have a clinical imperative (e.g. blood
glucose monitoring before meals), a work flow imperative (having patients showered
before their physical therapy sessions) or an organisational safety imperative (e.g.
hourly rounding). Because nurses are socialised to value these routines and their
imperatives, even when the routines are demanding, there is often little tension
between a nurse’s agency and the workplace that holds these expectations.

Patients are also commonly socialised to fit with these routines. The Dance with
Agency remains low tension where the patient sees the routine as a reflection of a
nurse’s thoroughness, competence and consistency, which makes the patient feel
valued and safe. Low tension also prevails when patient comfort is a focus of the
nurse’s routine (e.g. changing the patient into their personal clothes at the end of the
day and scheduling times for relaxation), given the concordance between nurse and
patient agency. This focus on patient comfort may be a contextual factor (or a
manifestation of a broader nurse characteristic) that resides within the individual
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nurse with this priority engrained in varying degrees in the clinical duty of care that
they have toward the promotion of personhood.

When the nurse perceives a patient as not ready to engage with a routine, the Dance
with Agency remains low tension when the nurse takes a flexible approach to
delaying or reordering tasks. A contextual factor might be the nurse’s confidence,
their sensitivity to the patient's dynamic energy levels and emotional state, and the
importance to the nurse of the timeliness of the task to patient safety.

Agency ceded by the nurse to a perceived higher authority

When nurses willingly concede their agency to a perceived higher authority in the
system, there is low tension. In such scenarios, nurses prioritise their scope of
practice, the authority of policies and their position in the clinical or organisational
hierarchy and aim to work within this ‘confined space’ when exercising their agency.
The low tension in this dance is further supported when the position of these higher
authorities makes clinical and moral sense or is framed in the context of risk
reduction. A contextual factor is that the health system is hierarchical and many
rehabilitation therapies administered by nurses are predominantly prescribed by
others.

Agency negotiated by nurses through collaboration

Potentially complex situations can remain low tension for nurses when a
collaborative culture means that problems are anticipated, plans put in place with
input from other team members, and ongoing multidisciplinary evaluation and
adjustment of care occurs. Low tension is further enabled when nurses include
families in the collaboration, particularly where a clinical approach might be
distressing, such as in the use of restraints. Even though nurses and other parties
involved in decision making might have differing views, the low tension negotiation
of agency is made easier when multiple patient factors are considered in relation to
promoting personhood.

When working collaboratively, nurses frequently bring family members into the work
of protecting the body of the person that requires monitoring and maintaining
physiological integrity. Requesting family to ‘keep an eye out’ for their loved one may
lead to a low tension collaboration when the family has a sense that this facilitates
their own agency to express any issues they observe. Including those families to
either observe or take over some elements of body care occurs as a low tension
situation when it increases the family members sense of connection, contributes to
patient comfort, or is framed as preparing them to support care after discharge.
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Contextual factors are the frequency and duration of the family’s presence on the
unit and their willingness and confidence to engage in these activities.

Nurse agency supported by clinical reasoning

When protecting the body of the person (during the monitoring and maintaining of
physiological integrity), nurses may need to negotiate when there are multiple
opinions about a particular direction of care between themselves, patients, family
and other staff. When a clear clinical rationale is at the centre of this negotiation and
is accepted by all, this dance is one of low tension. Contextual factors are the
patient’s and family’s capacity to understand that rationale and the nurse’s
confidence and ability to explain that rationale in an accessible manner.

High tension encounters while Dancing with agency

Limited resources negatively impacting nurse agency

As a result of limited resources in rehabilitation settings, the level of staffing may be
perceived as inadequate in relation to the patient load, and some patients require
24/7 observation that is not serviced. Patients with TBI may be unable to attend to
their self-care needs, and the nurse’s agency or capacity to co-opt others to take
responsibility for this care may be constrained. In such cases, nurse agency can be
diverted due to competing priorities. Consequently, the nurse’s ability to perform a
dance that protects the body may also be suppressed in due course. Families
describe epidemic understaffing as leading to missed care, and the resulting concern
creates tension in the nurse-patient-family relationships.

When understaffed, a nurse’s dance with agency may mean extending their duty of
care for the patient to the family, or the family may use their own agency to take on
these tasks in the absence of the nurse. In some cases, no one directs their agency to
solve this issue, and the task remains neglected, causing distress and threatening
dignity and personhood. An alternative family perspective is that missed care arises
from an individual nurse’s lack of competence rather than from understaffing. The
inability for usual staffing levels to accommodate 24/7 patient observation is cited as
a reason for high levels of restraint use in rehabilitation settings.
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Nurse agency in the context of multiplicity of patient incapacities

Nurse agency can be challenged when patients have a multiplicity of physical needs
that require shaping through diverse multidisciplinary input e.g. prescribing
supportive devices and their application, safety requirements (e.g. bed alarms), and
processes for transfer and mobility. Some of these interventions could be sources of
patient discomfort and/or may require patient input and cooperation to fulfil. This
situation increases the tension as nurses dance with the agency of all parties and
manage their own expectations while addressing the rehabilitation goals. Contextual
factors are the nurses’ familiarity with the patient, the skill of the nurse, the patient’s
physical limitations, their prescribed care requirements and the nurse’s general
knowledge of rehabilitation aids.

Nurse agency when patient agency is exerted in ways that are deemed unsafe

A fundamental contextual factor is that some patients with TBI have cognitive
impairment that may affect judgement, insight and impulsivity. While a person may
use their agency in ways that makes sense to them, a nurse may perceive their
behaviour as creating unacceptable risks to the person themselves, to other patients,
to families, and other staff. This perceived unsafe exertion of patient agency leads to
frequent use of seclusion and restraint that can cause moral distress among a range
of parties. The source of this moral distress is the denigration of personhood. The
frequency and subsequent distress increases the tension in the dance with agency.
The legal and policy framework that promotes the principle of least restrictive
practice may also increase the tension as nurses balance the safety of all parties. The
nurse can better manage the Dance when the clinical rationale for restraint is
explicit, the level of restraint or seclusion is matched to the level of risk, there is
medical and psychiatric review of the restraint order and the family are engaged in
discussions about the rationale and plan. Understaffing makes it harder for patients
to exert their agency safely.

Nurse agency disrupted during COVID-19 pandemic

The COVID-19 pandemic changed the way nurse agency operated in the clinical
environment creating many high tension encounters. Government mandated
practices included: no visitors or visitor restrictions impacting the agency of nurses,
patients and families: and mask wearing that could hamper verbal and non-verbal
communication between nurses, patients, families and others, changing the way
that patients receive messages including their interpretation of facial expressions as
symbols of meaning. The increased tension while Dancing with Agency often resulted
from a change in the nurse’s priorities. To maximise efficiency, nurses would attend
to as many duties as possible in one encounter to reduce the number of times they
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would have to change personal protective equipment (PPE). Due to fear of taking
COVID-19 back to their families, nurses would limit their time with infected patients.
Nurses who developed COVID-19, had mandatory stay at home periods that
adversely impacted staffing levels. Patients who contracted COVID-19 were nursed in
single rooms with restrictions on movement within the rehabilitation setting. This
practice negatively impacted personal agency and amounted to denial of
personhood.

Any inconsistencies or gaps that jump to mind

-There are some commonalities between monitoring & maintaining physiological integrity
Vs monitoring and maintaining physical safety. For example the routine practices such as
periodic patient rounding that aims to address both categories

-There are some instances/situation where there is no tension e.g. when nurses are using
routine interventions/strategies

ENGAGING THE PERSON WHO IS THE PATIENT

Definition of phase and its relation to personhood in rehabilitation nursing

Engaging the person who is the patient is the phase where rehabilitation nurses have agency
and determine what needs to be done for patients. Nurses use various strategies to facilitate
the person who is the patient to enact their agency. Nurses prioritise the agency of the
patient by finding in-the-moment opportunities to encourage participation in self-care
activities. Facilitating patients’ ability to enact own agency contributes to the promotion of
personhood in that the person is empowered to have a sense of autonomy and self-
determination.

Nursing strategies used to engage the person who is the patient

Nursing strategies that are used while engaging the person who is the patient include:
privileging patient preferred choices in relation to care, promoting the ability to develop
patient informed rehabilitation goals, encouraging participation in personal care, and
facilitating the person’s decision making about own care.
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Low tension encounters while Dancing with agency -category specific

e Category-specific, but general examples of low-tension situations (including
contextual factors)

Nurse agency activated to understand the personhood of the patient

Nurses seek to understand the personhood of the person who is the patient by enabling
patient focused goal setting. In the dance, nurses activate their agency to explore ways to
construct the patients’ personhood. The patient is prioritised as the source of elements that
comprise personhood and family are secondary where severity of TBl impedes patient input.
The family are an extension of the person’s relational personhood and offer a wealth of
information that informs personal care. Low tension exists when family are willing
participants in rehabilitation, and where the person’s preferences can be accommodated to
the greater extent. Contextual factors are: TBI can impair one’s capacity to communicate
personal needs; family members may be willing/unwilling participants in rehab.

Nurses engage the person who is the patient to establish unique characteristics that can
contribute to delivering care that is the ‘best fit". Low tension can occur between a junior
nurse and senior colleagues when the former perceives ‘basic things that senior nurses tend
to overlook’ (e.g. purposeful engagement with the patient).There is low tension when
nurses concur as to what aspects of patient care promote their personhood. A contextual
factor is junior nurses’ being able to advocate for patients’ personhood.

During the engagement of the person who is the patient, nurses act as facilitators of
rehabilitation goal setting where patients and families take the lead. The nurse’ agency is
shaped by the patient’s choices in relation to what is feasible in the context of TBI
impairment/severity.

Nurse agency activated to understand the capacity of the patient

To establish patient capacity, nurses dance with their agency (in the form of clinical
assessment and judgement) and agency of the patients (needs, strengths and weaknesses in
the context of TBI). Purposeful interactions between the nurses and the patients enable the
collation of information that can guide nurses’ decision relating to the most optimal personal
care choices. The nurse agency is further supplemented by specialised input from allied
health. There is low tension when the nurse is able to navigate smoothly the intricacies
present within patients and AH interactions. Contextual factors are: the capacity of patients
to voice their needs, strengths and weaknesses and dominance of AH in rehabilitation.

Nurse agency reconnecting patients with their personhood

The use of personal photos in patients’ rooms is closely associated with rehabilitation care.
Nurses help patients to stay connected with their personhood by personalising their
rehabilitation space with personal photos. Photos placed in patients symbolise a medium
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through which patients develop familiarity with their previous world rather than being in a
‘blank hospital room’. Photos may represent the patients family, hobbies, pets, and lived
world that bring back meanings which contribute to the promotion of personhood. Nurse
agency is supplemented when nurse-patient interactions are guided or informed by what is
depicted in the personal photos.

The dance is between nurse, patients and families. Nurses support families to make rehab a
feel-like-home for patients by encouraging the use of personal items from home e.g.
clothing, dolls, blankets, shoes is encouraged. A nurse perceived personal items as medium
through which patients can ‘get their old self back’. Family consider personal photos to be
drivers of patients’ motivation to work toward getting back to their previous lived worlds.

Nurses are able to ‘visualise’ patients’ lived world through the voice of family. The voice of
family contributes to shaping/informing what patients’ topics of interest are and food
choices. Low tension may occur where patient preferred choices cannot be met by nurses or
the local rehabilitation facility.

A contextual factor is the presence of family/other partners that can provide photos to
support the enactment of past memories and the ability of nurses to utilise such images to
personalise care.

Nurse agency challenged when prioritising communicating with the patient

The nurse’s initial communication with the patient sets the foundation for establishment of a
meaningful therapeutic relationship. Prioritising meaningful interactions sets precedence for
exploring the person’s rehabilitation world. The nurse’s dance takes various shapes as the
person who is the patient changes by the day. The dynamic status/condition of the person
presents a form of tension and provokes a change in the nurse’s approach to nurse-patient
interactions. Applying nurse agency allows for the initiation of nurse-patient conversations
around topics of interest to the patient, and compliments the delivery of personalised care.
The contextual factors that determine the level of tension relate to severity of TBl or
incapacities of the patient. When behaviours that others finds to be of concern are present,
high tension arises as the nurse’s agency is challenged. The tension is in the form of to how
effective nurse-patient communication can be established in the context of the situation at
hand.

The nurse also dances with the agency of the dynamic/ever changing nature of person who
is the patient. The ‘dynamic’ nature of the patient is contingent to the severity/effect of TBI
and this may influence cognition, behaviour or personal agency.

At a particular site, nurse agency when communication with patients was informed by
clinical tools (colour-coded time tables). Yellow coloured timetables dictated how patient
care was structured and were bound to lead to low/high tension, while white timetables

413



14

advanced patient agency and self-determination. The dance with agency involved the nurse
constantly navigating the ‘rigid’ and ‘flexible’ tools that shaped the patients rehabilitative
world. The flexible ‘white timetables’ allowed nurses to use their agency to explore avenues
that promoted decision making relating to personal care choices. The key contextual factors
are: site specific practice and the assumed/sanctioned power of allied health for this
particular facility.

Nurse agency fluctuating when knowing the person and personalising care

Nurse agency may fluctuate depending on whether there is need to ‘push the patient’ or
have empathy for the patient in order to attain rehabilitation goals. At times nurse agency is
shaped as ‘tough love’ and ‘boundary setting’ which impeded/denies/takes away the patient
agency and leading to high tension. The dance involves nurses utilising different strategies to
generate patient responses that align with rehab goals. Nurses strategically apply a tactical
rather than a ‘robotic” approach to shaping and delivery patient care as ‘no person is alike’.
There may be a need to apply a stricter approach to delivering personal care for some
patients where clinically/therapy indicated. The need for an empathetic approach might be
more beneficial in other instances (e.g. when the patient responds to nursing care at their
preferred times) and the nurse has to fit into their pattern. Above all, nurses are aware and
mindful of patients’ right to exercise personal agency. Although, such right may be
attenuated or denied where achievement of rehabilitation goals is privileged by others.
Personalising the person’s care contributes positively toward, building rapport, encouraging
and supporting the attainment of rehabilitation goals. Tension may vary from low to high
depending on the founding factors such as the level of experience of the nurse, the patient
load, severity of TBI, patient capacities, competing resources and local protocols. Contextual
factors: TBI can affect person’s cognition and thought process, the nurse’s individual critical
thinking, and the experience of the nurse.

Nurse agency gradually delegated in the context of rehab progression

At times patients activate their agency either personally or through family to shape their
care in rehabilitation e.g. deciding when to do certain things or participate in therapies.
Nurse have the agency to oblige such requests knowing that some essential aspects such as
medications cannot be overly prolonged or delayed. Promotion of personal independence
occurs gradually in the context of the patients strengths and weaknesses in relation to
progression toward rehabilitation goals. The dance occurs when nurses negotiate with
patients to come to the ‘same page’ as what can be done by patients with no or limited
nurse input at any particular time/occasion. Nurse agency is informed by experience, and
clinical assessment and judgement. There is potential for both low and high tension,
particularly when the two parties have differing views. Nurse agency can also be influenced
with organisational agency with which they have to dance with in terms of clinical protocols
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and policies. Contextual factors include: the level of experience of the nurse, clinical
expertise of the nurse, and patient capacities for self-care are consequential to severity of
TBI

Nurse agency enacted in the context of the patient’s cognitive capacity

The patient’s cognitive capacity forms the foundation upon which the nurse-patient
interaction is based. Formal assessment using clinical tools enables ascertainment of
cognitive capacity. The patient’s agency is prioritised depending on the extent of cognitive
capacity where the nurse takes the lead when cognitive impairment impacts enactment of
personal decisions. The nurse dances with agency in the process of listening to patient
preferences in the context of personal care and deciding when to allow patient input or
disregard such request. Tension (low or high) is bound to arise when there is a mismatch
between patient preferences and the nurse’s prioritised clinical options. Contextual factors
are: level of experience of the nurse, clinical expertise of the nurse and TBI can cause
impairment.

Nurse agency guided by progression toward rehabilitation goals

The patient agency is gradually allowed by the nurse and is dependent on the progression
towards attaining desired TBI rehabilitation goals. Nurse-patient engagement can be shaped
as tight or relaxed and the dance similarly shaped. The dance is shaped by how nurses
decide when patients are to take the lead about personal capabilities while in rehabilitation.
Movement toward independence is initially closely guarded by nurses (i.e. tight dance), then
there is less prompting when patient progression is deemed safe (i.e. relaxed dance). Nurses
relinquish the leading role for patients in situations where it is safe to do so, thereby
contributing to promotion of patient agency and personhood. There is low tension when the
patient’s requests are honoured by nurses. Though, there is potential for such tension to
heighten if the patients’ desired option is disallowed. The contextual factors are that TBI can
cause impairments that affect the person’s ability to self-care, rehabilitation care is/may be
shaped by others.

High tension encounters while Dancing with agency -category specific

e Category-specific, but general examples of high-tension situations (including
contextual factors)

Nurse agency that prioritises explanation reinforces patient sense of self

Patients value nursing care that is proceeded by clear explanations in the context of what is
happening in their world. Nurse agency that prioritises patient’s understanding of personal
care intentions promotes a sense of selfhood and authenticity. High tension is bound to
occur where nurse explanations are missing or inadequate. The patient in such a scenario
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would resist what nurses are requesting to be done. The dance with agency is
shaped/challenged by how to construct and convey explanations that are easily understood
by the patient keeping in the mind the impact of TBI/cognitive impairment. Contextual
factors are the patient’s cognitive capacity, severity of TBI, clinical expertise and experience
of the nurse.

Any inconsistencies or gaps that jump to mind

-Data that are not included in the storyline/not falling in any of the properties of the dance
-The dance occurring without tension e.g. routine nursing work

-There are data that is not possessing other ‘properties of the dance’

HANDING OVER THE BATON

Definition of phase and its relation to personhood in rehabhilitation nursing

Handing over the baton is a phase where nurses’ use their agency to facilitate the
relinquishment of the things that patients can do for themselves. The hand over is to the
patients, families, paid carers or significant others. The relinquishment of agency for patients
promotes enables the person to take back control and decision making about their daily
activities . This process promotes self-determination, autonomy, and above all personhood.

Nurse strategies used to hand over the baton

Nursing strategies that are used to handover the baton to the patient include: facilitating
return to home or independent living, facilitating links/connection with auxiliary TBI
rehabilitation services in the community of patient and family access, training family, cares
and significant others in rehabilitation tasks/procedures, patient and family education
regarding how to effectively work toward attaining goals of rehabilitation.

The end goal of TBI rehabilitation is centred around maximizing the person’s abilities in the
context of what they can do within the confines of their safety. The return to the person’s
social world may necessitate modifications to their home environments to facilitate ease of
mobility and performance of ADLs. Training for family or carers supports the person’s
‘temporarily/short stays’ away from rehabilitation. Periods away from the rehabilitation
environment promote a sense of return to the ‘normal lived world’ for the person. Families
report varying outcomes when patients have time away from rehabilitation for home
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stay/visits. Positive outcomes are associated with smooth transition while negative
outcomes are associated with eventful/problematic outings. Nurses dance with agency as to
how to safely relinquish agency to the patients and their families while maintaining
continuity of rehabilitation within a safe and collaborative partnership. Contextual factors
include: the presence of family/carers that are willing to engage in rehabilitation, availability
of auxiliary services’ providers that can support return to home living (e.g. NDIS), and
availability of equipment needed to supplement home stays.

Low tension encounters while Dancing with agency -category specific

e Category-specific, but general examples of low-tension situations (including
contextual factors)

Nurse agency facilitating home stays

Nurses facilitate home stays for patients by making available the rehabilitative items (e.g.
medical supplies, mobility assistive equipment, devices that aid feeding, and personal care
supplies) that can safely support periodic/weekends living away from the rehabilitation
environment. Brief home stays are highly valued by patients and families. Facilitation also
encompasses the provision of education and training to patients and family members so
that they are able to leave safely away from the rehabilitation setting in the absence of
nurses. Another mode of facilitation occurs in the form of home modifications to allow ease
of mobility for patients. Temporary paid for accommodation is also arranged for families that
come from far away from the rehabilitation facility. The dance for nurses involves
negotiating how to provide education and training in a non-clinical language for the patient
and family, particularly if the task at hand is one that involves application of clinical skills
such as administering injections, transferring patients e.g. from wheel chair to bed, and
remembering not to do it all for the patient but support when needed. Low tension can
occur when family members do perform the ‘carer’ role centrally to what nursing
instructions suggest. The contextual factor is the availability of family members who are
willing to participate in rehabilitation.

High tension encounters while Dancing with agency -category specific

e Category-specific, but general examples of high-tension situations (including
contextual factors)

Nurse agency exhausted due to delayed discharge formalities

Discharge from the facility forms part of handing over the baton to the patient and family.
However, nurses report that delays to patient discharge sometimes occur for a year or
beyond. Nurses experience tension where they have to continue caring for patients with
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behaviours that others find challenging who are ready for discharge but due to one reason
or another, there is no known discharge destination. Tension occurs in the form of being
emotionally, mentally and physically drained due to prolonged exposure to challenging
patient practices. The delays to patient discharge are largely due to lack of funding from
NDIS along with the associated formalities. Nurses dance with the changing/unpredictable
condition of the patients whose behaviours others find challenging. The dance also includes
how nurses find self-care strategies to continuing delivering meaningful patient care despite

the hardships they encounter when promoting patient agency. Contextual factors include
limited availability of discharge destinations/options and lack of funding to facilitate living
away from rehabilitation.

Any inconsistencies or gaps that jump to mind

-Situations that address the properties of the dance may be limited or missing

-Could these limitation be explored in second phase of interviews?

CONCLUSION

Summary of the similarities & differences in how the dance operates between

the three non-linear phases

-Monitoring and
maintain
physiological
integrity

-Monitoring and
maintaining
physical safety

routine tasks

-NA ceded to a perceived
higher authority

-NA negotiated
collaboratively

-NA supported by clinical
reasoning

-Dancing to resources
limitations (understaffing)

(socialised nature
of nursing work)
-Nurse agency
ceded to the
perceived higher
authority

-Nurse agency
negotiated
collaboratively

Phases How the dance Similarities Differences
operates
Protecting the -Nurses having to dance Routine nursing -The nurses take the lead
body of the with the agency of others practices e.g. most of the time
person e.g. when completing periodic rounding -severity of injury is higher

-Greater degree of patient
incapacities
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-Dancing with other
partners multiplicity of
patient incapacities
-lmpacts of COVID-19

-Nurse agency
impacted by
limited resources

Engaging the
person who is
the patient

-Nurses exploring ways to
construct the patients’
personhood

-Activation of clinical
assessment & judgement
-dancing with specialist
input from e.g. AH,
medicine etc

-Using images to reconnect
the patient to their
‘previous world’
-Prioritising
communication with
patients (AH Tools can
help)

-Fluctuating nurse agency
requiring (laid-back , push,
tough love, boundary
setting strategies)
-Gradually delegating
agency in the context of
achieving rehab goals &
patient’s cognition
-Effective nurse
explanations reinforce
sense of self for patients

-Nurses/patients may take
the lead

-Patient agency is
facilitated

-Cognitive capacity
determines whether nurses
grant agency to patients

Handing over
the baton

-Nurses working o facility
patient return to the
‘outside world”
-Relinquishing agency
safely for patients/families
-Working collaboratively
with other partners e.g.
NDIS in multiple ways to
facilitate discharge from
rehabilitation

-Nurses are facilitators
-Patients family ‘carry the
heavy load”

-Other partners have
greater control of how the
patient agency (i.e.
transition from rehab to
the outside world )
transpires

Summary of the types of tensions that arise

-Low tension
-High tension

-Situation of no tension (e.g. when performing routine nursing work )
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Summary of the common contextual factors

Nurse confidence, nurse sensitivity, emotional state of the nurse, hierarchical nature
of the healthcare system, many therapies administered by nurses are predominantly
prescribed by others, presence of family and willingness to engage in rehabilitation,
the patient’s and family’s capacity to understand rationale of nursing practice,
limited nursing resources/understaffing, experience and skill of the nurse, the nurse’s
critical thinking, severity of TBI, TBI can cause cognitive impairment that may affect
one’s judgement, COVID-19 pandemic impacts agency, the dominance or assumed
power of AH in rehabilitation, the patient capacity to self-care, rehabilitation care is
shaped by others, availability of auxiliary services to facilitate discharge e.g. NDIS
funding

Summary of perceived inconsistencies/gaps and what this might mean for
further theoretical sampling

1- There are some commonalities between monitoring & maintaining physiological
integrity Vs monitoring and maintaining physical safety. For example the routine
practices such as periodic patient rounding that aims to address both categories.
Querry: Could there be another property of the dance named ‘No Tension’? This is
where nurses are simply performing routine work but negotiating agency of others

2-There are some instances/situations where there is no tension e.g. when nurses
are using routine interventions/strategies
Querry: How would this data be captured within the storyline?

3-Some data are not included/captured in the storyline/not falling in any of the
properties of the dance i.e. data that is not possessing other ‘properties of the
dance’

Querry: Is there further need to re-structure the storyline as the ‘data’ is driving
theoretical development?

4-Situations that address the properties of the dance may be limited or missing

(Mostly in Handing over the baton -phase)

Querry: Is this a call for further theoretical sampling with participants to explore
deeper insights about the properties of the dance?

5 -Could these gaps be explored in the second phase of interviews?
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27. Software

What software, if applicable, was used
to manage the data?

Methods - P.114

28. Participant checking

Did participants provide feedback on
the findings?

Methods-N/A

Reporting
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Were participant quotations presented
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participant number

Findings -P.134
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consistent
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