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ABSTRACT

The thesis describes the process and findings of research conducted in an
Australian hospital haemodialysis unit (HHU). The thesis consists of three
parts. The first part is an in-depth review of the literature in relation to patients
requiring haemodialysis treatments and haemodialysis nursing practice. The
second component is an ethnography conducted within the HHU. The final
component reports on practice development (PD) work performed with nurses
within the HHU.

Patients receiving haemodialysis face a myriad of physical and lifestyle
adjustments. In many instances, suffering and discomfort are an integral part of
patients’ illness and treatment experiences and a significant component of their
everyday lives. Some patients who attended the HHU for haemodialysis
treatments were suffering. | believed that patient centred care would be
essential for the recognition and support of patients who were suffering or
experiencing pain or discomfort from their treatment. As the Nephrology clinical
nurse consultant (NCNC), | had experienced a number of interactions with
patients that intimated that the nurses within the HHU did not provide patient

centred care.

Impetus for the ethnography arose out of my efforts to support or refute my
assumption that nurses in the HHU did not provide patient centred care. The
findings would be presented to the nurses. The main research aims were to
study the culture of the HHU to acquire a comprehensive understanding of how
nursing care was conducted and to identify the structural and cultural enablers
and barriers to the provision of patient centred care within the HHU. The
ethnography was undertaken over twelve months and involved participant
observations and interviews with patients and nurses. Five major themes were

identified. These themes were “doing more with less”, “who gets a machine?”,

“technological creep”, "dialysis centred care” and “the bottom line”.

The ethnography provided evidence for my initial assumption that the nurses

did not provide patient centred care. The findings from the ethnography

Vii



became the basis for practice development work with nurses in the HHU. PD
work began before final analysis of the ethnographic data, as there were
findings | needed to address urgently. The PD work is ongoing but the
outcome has been a slow shift in nursing work within the HHU from machine

centred to patient centred care.

The journey with the nurses in the HHU and personally within the doctoral
program has enabled me to develop within the role of NCNC and an account of

the evolution of my NCNC role is also outlined within the thesis.
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CHAPTER ONE - INTRODUCTION

1.1 Presentation of the thesis

| have compiled the thesis for submission for the award of Professional
Doctorate in Nursing. The thesis is presented as an ethnography and the
practice development (PD) as the subsequent change in practice that is a
requirement for this award. The basis of a professional doctorate is a practice
concern and hence the thesis presents the work | have undertaken in relation
to this concern. Study during the Professional Doctorate program includes
coursework subjects in the area of leadership, policy and international frame of

professional practice. These subjects have helped to inform this work.

Presentation of the thesis is in two volumes. Volume one provides the major
thesis work presented in three parts. Part A provides an in-depth review of the
substantive literature on the patient requiring haemodialysis treatments and
haemodialysis nursing practice. Part B presents information related to the
ethnographic study conducted in the HHU. | have presented the study method,
results and discussion in five chapters within part B. Part C presents the PD
method and the process and activities related to the PD conducted with the
nurses in the HHU. The thesis conclusion draws the three parts together and
provides an overview of the evolution of my role as Clinical Nurse Consultant
(CNC) within the HHU.

Volume two includes the glossary, appendices, references and an additional
section titled portfolio. Within the portfolio are a number of personal
achievements and exemplars of activities arising from the PD work with the

nurses.

Table | presents a brief overview of the thesis layout including the volumes,

parts and chapters.



Table1. Summary of thesis presentation in volumes, sections and chapters

Section Content Chapters
VOLUME ONE

Introduction Overview of thesis One

Part A - Literature review The patient requiring Two

haemodialysis

Haemodialysis nursing Three

Part B - The ethnography Method Four,
Results Five, six, seven
Discussion Eight

Part C - Practice development PD method, process and Nine
activities

Thesis conclusion Ten

VOLUME TWO
Glossary
Appendices
Portfolio

References

This introduction sets the scene and assists by situating myself within the
thesis. | will introduce myself and provide an overview of the role and definition
of the CNC within the Australian health care context. | will introduce the
practice concern that became the impetus for conducting the ethnography and
PD with the nurses in the HHU. A brief overview of ethnography and PD is
included with a more comprehensive explanation within the subsequent parts
of the thesis. Finally, the introduction will conclude with a presentation and
discussion of the framework used to analyse the evolution of my role as

Nephrology CNC (NCNC) since commencing Professional Doctorate studies.
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1.2  Situating myself in the thesis

| am the clinical nurse consultant for an Australian renal service and | have
fulfilled the role in the unit since the inception of this position in 1999. | have
over 25 years experience in different positions within nephrology nursing
including the provision of clinical care to nephrology, dialysis and kdney
transplant recipients. In addition, | have held nurse education and consulancy

positions in various hospitals.

Within New South Wales (NSW), the CNC is an advanced practice position.

There are three grades of CNC under the Public Hospitals Nurses State

Award. | am a level three CNC, which is described as:
A registered nurse appointed to a position approved by the Area Fealth
Service, who has at least seven years full time equivalent post
registration experience, with at least five years’ full time equivalent
experience in the specialty field. In addition, the nurse must have
approved postgraduate nursing qualifications relevant to the field in
which s/he is appointed or such other qualifications or experiences
deemed appropriate by the Area Health Service. An employer may also
require a higher qualification in the specialist nursing field where sich a
qualification is considered essential for the performance of the individual
position (2000 p1).

The CNC functions within five domains: clinical service and consultancy,
clinical leadership, research, education and clinical services planning and
management. The emphasis in each domain is dependent on the needs of the
organisation and the particular position. More discussion on the role cf the
CNC will be presented at the end of the introduction and within chapters three

and ten.

1.3  Impetus for the thesis
Impetus for the thesis arose from my wealth of experience as a nurse caring
for patients in end stage renal failure (ESRF). During the course of my time as

a renal nurse, | had identified that in many instances suffering and discomfort



are an integral part of patients’ illness experiences and a significant component
of their everyday lives. This suffering and discomfort was evident in some of
the patients who attended the HHU for their treatments. The following example
from my reflective work journal highlights the major concerns, which pre-

empted me to embark on this study.

It was my usual practice as the nephrology clinical nurse consultant (NCNC) to
visit the HHU each morning to discuss clinical issues with the staff and to

assist where required.

The day at this stage was like any other but perhaps | was feeling more
vulnerable than usual because the week had been a long one with lots
of unresolved patient issues.

A new nurse to the unit had requested assistance from a more senior
staff member to supervise her whilst she connected a patient to the
haemodialysis machine. As was usual the other nurses were all busy
connecting their own patients so | decided to assist her.

| sat next to the patient so that | would have a clear vision of the nurse
and her activities. “Where do you think | should go?” she asked
regarding the best position for needle placement.

“Just up from your finger” | replied “Not too close to that part of the arm
where the tattoo is”.

“The tattoo” exclaimed the patient.

“It's a fine one” | replied.

“It has a lot of meaning or perhaps no meaning at all’ the patient went
on. “I was in the navy and | got this tattoo the day | proposed to my
lovely wife. See the heart in the middle? Look at us now. All those years
together and now we are apart. She is at home without me and | amin a
home without her. | cannot do anything for myself anymore and | have
to come here all the time. | wish it would all end”.

“You wish what would all end?” | asked.

“You know all this coming to the hospital and stuff” he replied.

“What would happen if you stopped coming?” | asked.

“I would be better off because | would be dead” he explained.



“Have you ever talked to the nurses about these thoughts?” | asked.
“No, they are far too busy to talk to me. They have all the machines to
run,” he said sighing.
“There you are” said the nurse. “Both needles are in and working fine”.
“Fine” | said. “Well done” and an alarm sounded in the other room. |
wanted to talk with the patient some more but no one was answering
the alarm.
‘I must get that,” | said to the patient.
He replied “thanks for listening”.
The machine in the next room was “alarming”. | found the patient, Henry
unresponsive, with a weak pulse. | responded immediately, placing his
chair flat and infusing a bolus of normal saline. The colour returned to
Henry’'s face and his pulse became stronger. He opened he eyes and
said, “Why did you do that?”
"Why did | do what” | replied.
“Why did you bring me back? | could have just gone and everything
would be over. Just let me go next time” He ordered angrily.
“Why do you want to go?” | asked.
“There is nothing here. This is not living. | have not lived since | started
coming and | have not lived since my wife died”.
“Have you discussed these things with your family or the nurses?” |
asked.
“No” he replied. “My family is pushing me to be here and that is why |
am here. The nurses do not ask me about how | am so | do not think |
want to tell them. They do not have time to talk with me anyway.”
| told Henry that | would return following his dialysis and that we would
talk further about these issues (Abstract personal work diary November
10", 2000).
I met with Henry privately and he talked at length about his concerns. He had
never had any help with his unresolved grief since the death of his wife. His
family had wanted him to have dialysis because they had just lost their mother
and did not want to lose their father. He had commenced dialysis soon after

her death and this compounded the problem as he was also grieving for the



loss of his normal life. Henry continued on dialysis but met with the hospital’s
grief counsellor and myself regularly. He seemed much happier at further
meetings and expressed his gratitude for my time and the fact that someone

was willing to listen.

This scenario highlighted again to me the issues faced by patients with ESRF
on hospital haemodialysis. The process of attending the HHU is endured week
in, week out, for the rest of the patient’s life. Consequently, a significant aspect
of treatment with haemodialysis is the need to conform to the interminable
monotony of dialysis regimens. Furthermore, limited unit resources lead to tight
schedules and the patient has little choice in the allocation of days or times for

dialysis.

In addition to dialysis, there are numerous other restrictive aspects to life as a
patient in ESRF. The dialysis process is not capable of performing all of the
functions assigned to normal kidney function. The patient must conform to rigid
dietary and fluid restrictions to control symptoms. Multiple medications are
required to subsidise the shortfalls of dialysis and to treat several of the side
effects of kidney failure. Additionally, the relationships and family roles of the
patient are often challenged resulting in social and psychological dilemmas for
these patients. These are some of the many stressors identified in patients
requiring haemodialysis who attend HHUs (Welch & Austin, 2001; Lok, 1996;
Gurkis & Menke, 1988; Baldree, Murphy, & Powers, 1982). The issues faced
by patients requiring haemodialysis are discussed in detail in chapter two.

The scenario also suggested that there were issues regarding the delivery of
nursing care within the HHU. | was confused as to why the patients were
unable or unwilling to speak to nurses about problems which were causing
them major concern. Nurses are the major health care professionals within the
HHU and consequently spend a lot of time with patients providing dialysis
treatments. | had always believed that the nurse, as the primary carer, is the
best-placed health care professional to offer support to patients suffering or

6



feeling discomfort due to their treatment. This support should be based on an
understanding of the patient as an individual and encompass the physical need
for dialysis and the requirement to function as an individual with an acceptable
quality of life. An in-depth review and discussion of the literature pertaining to
haemodialysis nursing is provided in chapter three. | considered that nurses in
the HHU did not seem to provide patient centred care. The lack of patient
centred care in the HHU provided me with a practice concern that has become

the foundation for my Professional Doctorate program.

| identified the problem of nurses not seeming to provide patient centred care
as an issue that the HHU nurses must address. The nurses did not perceive
the lack of patient centred care as a problem. | decided that the problem could
be approached using a PD framework. However, there could be no meaningful
PD until an investigation of the practice issue was undertaken. An ethnography
was selected to provide a comprehensive understanding of nursing care

provision within the HHU.

1.4 The ethnographic study
The second component of the thesis is the ethnography. Simply, ethnography
is the study of culture. There are various definitions of ethnography in the
literature. In a broad sense ethnography:
“‘involves the ethnographer participating, overtly or covertly, in people’s
daily lives for an extended period of time, watching what happens,
listening to what is said, asking questions — in fact collecting whatever
data are available to throw light on the issues that are the focus of the
research” (Hammersley & Atkinson, 1995 p.1).
Prior to commencing the study there had been little literature exploring the
work of nurses in HHUs (Bevan, 2000a, 1998; Wellard, 1992) and little
understanding of the culture of a HHU. Subsequent to commencing the
research, a study of the culture of haemodialysis units in England was
published (Aswanden, 2002). Within chapter four, further discussion on this
study is presented. Arguably, findings of the English study may not necessarily



be generalised to every HHU. This has been reinforced by the different themes

identified in this study.

The ethnography was undertaken within the HHU between February 2002 and
February 2003. The major data collection methods included both participant
observation and interviews. Participant observations were carried out within
the HHU over a nine-month period. Formal interviews were conducted with
patients and nurses following the observation period. The study focused on the
interactions and relationships between nurses and patients to provide a
comprehensive understanding of nursing care provision. The study also aimed
to identify the barriers and enablers to the provision of patient centred care
within the HHU. | have provided an in-depth discussion of the study method in

chapter four.

The ethnography results are provided in chapters five, six and seven.
Discussion of the findings is provided in chapter eight. The ethnography
established a number of critical practice issues requiring attention. In order to
ensure more effective care provision, it was necessary to address these issues
immediately following data analysis. The ethnographic findings were utilised to
engage the nurses employed in the HHU in reshaping their clinical work

through the process of practice development.

1.5 Practice development
PD has become widely accepted as an effective initiative in change in health
care and it was the second method used to effect change within the HHU. A
concept analysis of PD undertaken by Garbett and McCormack (2002) has
established the following comprehensive definition of PD:
“Practice development is a continuous process of improvement towards
increased effectiveness in patient centred care. This is brought about by
helping health care teams to develop their knowledge and skills and to
transform the culture and context of care. It is enabled and supported by

facilitators committed to systematic, rigorous continuous process of



emancipatory change that reflects the perspectives of service users”
(Garbett & McCormack, 2002 p.88).
The success of PD hinges on the abilities of the facilitator. Simply the facilitator
role is about supporting people to change their practice (Harvey, Loftus-Hills,
Rycroft-Malone, Titchen, Kitson, McCormack & Seers, 2002).

There is evidence to support the nurse consultant role as an ideal PD facilitator
(Manley, 2000b, 2000a, 1997). Manley (1997) suggests that transformational
leadership combined with clinical expertise is essential to practice change. The
nurse consultant has an understanding of the real context in which patient care
takes place. Being a skilled facilitator is a constant state of “becoming” in that
there is always more learning to be done about being effective. Clinical leaders
such as the CNC, need to develop skills in PD (Manley, 1997). The CNC may
have the technical expertise but | would argue that the requirement to be an
expert in facilitating the achievement of cultural change is more important. The
major contribution the facilitator can make is the capacity to develop a
sustainable process, enabling a culture to develop where the integration of
evidence based practice is everyday (Dewing & Reid, 2003). Further
information related to the method and process of PD is provided in chapter

nine.

1.6 The CNC framework

A framework proposed by Manley has been chosen to examine the evolution of
my role as the NCNC. Manley (1997) conducted a comprehensive study to
operationalise the role of nurse consultant (NC), and in so doing, facilitated the
development of nurses and nursing for the purpose of providing better patient

services. This study is discussed in detail in chapter three.

An outcome of Manley's study was the development of a conceptual
framework for a consultant nurse role (Manley, 1997). In summary, the
components of this framework are:

. An expert practitioner in nursing either as a generalist or within a

specialty;



o An educator, enabler and developer of others, thus enabling the
development of practice;

o A researcher with specific expertise in practice based research
methodologies;

o An expert and process consultant from the clinical to executive and
strategic levels;

o A transformational leader, who enables a culture to develop where

everyone can develop his or her leadership potential.

Within chapter ten the evolution of my role as NCNC from the inception of my
doctoral studies to the completion of the thesis is presented. The framework
proposed by Manley (1997) is used to discuss the changes that have occurred

in my role during this time.

1.7 Chapter summary

This chapter has provided an overview of the structure and components of the
thesis. The thesis represents a journey of investigation and change associated
with my concern regarding the provision of nursing care to patients requiring
hospital haemodialysis. This concern lead me to review the pertinent literature,
conduct a cultural study of the HHU and conduct PD with the nurses in an
effort to change the way they provide care to patients within the HHU. The
chronological development of the thesis reflects the development of my role as

the NCNC and discussion on the evolution of my role is included in the thesis.
Chapter two provides a review of the literature examined in relation to the

management of ESRF and the problems faced by patients requiring

haemodialysis treatments.
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PART A - LITERATURE REVIEW

CHAPTER TWO - THE PATIENT REQUIRING HAEMODIALYSIS

21 Introduction

Within this chapter | present a review of relevant literature examined in the
substantive field of study. To place the study in context this chapter provides a
review of ESRF and the renal replacement therapies used to manage patients.
An overview of the way ESRF is managed in Australia is also presented.
Literature related to the patient requiring haemodialysis and the physical and

psychosocial problems they encounter are also reviewed.

2.2 The treatment of end stage renal failure

ESREF is the term used to describe a level of kidney function, where life cannot
be supported without the assistance of renal replacement therapies (RRTs)
(Mallick & Gokal, 1999). There are three RRTs used in the treatment of
patients with ESRF: kidney transplantation, peritoneal dialysis and
haemodialysis. When kidney function reaches a level where life cannot be
supported, the patient is faced either with the decision to commence treatment
with dialysis or transplantation and endure a life of chronic illness or the
alternative, death. As the alternative option of death is unthinkable for many

patients, the majority will opt to receive treatment.

2.2.1 Kidney transplantation

Kidney transplantation is the treatment of choice for suitable patients with
ESRF (Mallick & Gokal, 1999). Transplantation frees the patient from dialysis
and has the best long-term outcomes. However, it is only offered to patients
who are relatively young and free of serious co-morbidities (Cameron,
Whiteside, Katz, & Devins, 2000). Potential kidney transplant recipients
undergo rigorous assessment before being deemed fit for the operation. The
recipient must be able to tolerate major surgery and the side effects from the
immunosuppressive drugs administered to prevent kidney rejection (Magee &
Pascual, 2004). For many patients a suitable live donor may not be available

and the wait for a cadaveric donor may take many years (Wallace, 2003).
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These years of waiting must be spent supported by dialysis. The elderly, frail
and those with significant co-morbidities, such as heart disease, are not
suitable for transplantation. For these patients dialysis is the only life long

option (Magee & Pascual, 2004).

2.2.2 Dialysis

Unless there is a medical reason, patients are able to choose the type of
dialysis option they feel will most suit their lifestyle. The two dialysis options
are peritoneal dialysis and haemodialysis. In making the choice the patient will
always be encouraged to attend the dialysis at home relieving the burden on
hospital based programs (Mowatt, Vale, & MaclLeod, 2004). Both peritoneal
and haemodialysis depend upon the same principles; the transfer of solutes
across a semi permeable membrane down a concentration gradient (Gokal &
Hutchison, 2002). The following sections provide a more comprehensive

explanation of these two forms of dialysis.

2.2.3 Peritoneal dialysis

In peritoneal dialysis, the membrane lining the peritoneal cavity within the
abdomen is used as the dialysis membrane. A silicon catheter is surgically
placed into the peritoneal cavity and tunnelled out through the skin. The
catheter becomes the conduit by which a sterile solution called dialysate is
infused into the abdominal cavity. Removal of extra fluid is achieved by varying
the amount of dextrose in the dialysate. The dextrose acts as the osmotic force
allowing extra fluid to be drawn and then drained from the patient (Gokal &
Hutchinson, 2002).

The patient is taught to perform peritoneal dialysis at home. The two forms of
peritoneal dialysis commonly used are automated peritoneal dialysis (APD)
and continuous ambulatory peritoneal dialysis (CAPD). CAPD involves fluid
exchanges four times a day. The dialysate remains indwelling for four to six
hours and is then drained and replaced (Gokal & Hutchinson, 2002). APD or
nightly peritoneal dialysis involves the use of a machine, which regulates inflow

and outflow of dialysate while the patient is sleeping (Gokal & Hutchinson,
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2002). APD is increasing in popularity as the preferred peritoneal dialysis
modality because it increases the quality of life of those patients who work,
have a busy social life or rely on a carer to assist with exchanges (Gokal,
2002).

Peritonitis is the most common complication of both forms of peritoneal dialysis
(Gokal, 2002; Woodrow, Turney, & Brownjohn, 1997). The dialysate
exchanges must be attended with strict attention to sterile technique. Most
peritonitis episodes are due to organisms commonly found as skin flora for
example staphylococcus aureus and staphylococcus epidermidis (Gokal &
Hutchinson, 2002). Peritoneal dialysis is not a therapy that usually remains
viable for longer than five years (Gokal, 2002, 1999). The treatment is limited
due to the risk of repeated episodes of peritonitis and eventual membrane

failure results in the patient changing to haemodialysis (Woodrow et al., 1997).

2.2.4 Haemodialysis

The alternative dialysis option is haemodialysis and figure 1. shows a patient
receiving a haemodialysis treatment. Haemodialysis utilises an artificial
membrane, housed in a rigid walled cartridge called a dialyser. The
haemodialysis process requires the removal of blood from the body. The blood
is passed through the dialyser and then returned to the patient. Within the
dialyser the solutes and electrolytes are filtered via the process of diffusion and
pressure applied to the dialysate fluid enables the removal of extra fluid. A
specially designed machine is used to support this process. The haemodialysis
machine found in the HHU is described in detail in chapter five, section 5.4.
Haemodialysis using a standard or low flux dialyser is required for at least four
to five hours, three times a week (Gokal & Hutchinson, 2002). However, new
therapies including long nocturnal and short daily haemodialysis are gaining in
popularity because they offer better symptom control, relaxed dietary
restrictions and are expected to have better long term patient outcomes

(Locatelli, Buoncristiani, Canaud, Kohler, Petitclere, & Zucchelli, 2005).
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Figure 1. Patient receiving a
haemodialysis treatment.
(Permission obtained from

patients to use photographs)

In order to connect the patient to the haemodialysis machine, access to the
blood stream must be achieved. Access is by way of cannulae inserted into a
surgically fashioned arterio-venous fistula or graft (see figure 2.) or by
placement of a central venous catheter designed for haemodialysis purposes
(see figure 3.) (Schwab, 1999). Vascular access is a crucial component of care
as without access there is no link to the machine, which provides life-

sustaining treatment.

Figure 2. A patient with cannulae
inserted into an AV fistula for

haemodialysis

14



Figure 3. A specially designed central line or
vascath used to gain access to the blood

stream for haemodialysis.

Young medically stable patients who are capable of learning and managing the
complex haemodialysis procedure are supported to perform treatments at
home. Home therapies free up spaces on hospital programs and offer the
opportunity to tailor the haemodialysis regimen more closely to individual
requirements (Mowatt, Vale & MacLeod 2004). Haemodialysis treatments are
also provided in hospital and satellite units. Satellite units are usually physically
removed from the hospital setting and provide treatments for patients who are
unable to perform home dialysis. Hospital haemodialysis units exist to provide
treatments for in-patients but additionally are often the only option for out-
patients who are elderly, frail and suffer from serious co-morbidities that
require constant monitoring. The next section discusses the provision of

dialysis therapies for ESRF in Australia.

2.3 The management of ESRF in Australia

It is beyond the scope of this review to provide a comprehensive description of
the Australian health care system. However, an overview of the Australian
health care system is provided in Appendix A. Briefly, the State Government is
responsible for health care delivery and provides funding<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>