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at the cost of all you have, get understanding.
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ABSTRACT
PATIENTS’ PERCEPTIONS OF THEIR EXPERIENCES WITH END-STAGE
RENAL DISEASE (ESRD) AND HEMODIALYSIS TREATMENT

To explore patients’ perceptions of their experiences with ESRD and

71i iews were with 36 adult patients
established on dialysis. The sample was equally divided by gender, with 78%

over 50 years (M = 57) and most on dialysis for < 3 years (72%). Using a

theory and a constant ive method of analysis, a

model was

ped which that patients' perceptions of
their experience revolved around three constructs. These include redefinition of
self, quality of supports, and meanings of iliness and treatment and are linked by
“critical turning points” which facilitate or impede quality outcomes. The emerging
theory suggests that a “new sense of self” is an emotional/psychological state

that fluctuates with the evolving ings of illness and

iliness, treatment effects) and perceived quality of supports (health care
providers, family and friends, dialysis peers, dialysis environment). The findings

indicate that when confronted with this new way of being-in-the-world, the

ofan in future, i on
life inil and the ise of health care provi , and the
upon and i incurred by signi others. All aspects of

patients’ experiences with ESRD and hemodialysis treatment must be
considered if health care providers are to facilitate positive health outcomes.
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Ci ion: Patients’ ions of their i on

revolve around the psy i i to iliness icity, the quality of

supports i in facilitating this adj of
regimes, and the tension between desired and expected, and the actual

The i i may i the quality of
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CHAPTER |
Introduction

Chronic illness can profoundly affect every aspect of a person'’s life

including iological, p: ial, spiritual, and i spheres. End
stage renal disease (ESRD) is a chronic illness that is very debilitating, while
unique in available treatment options. The disease process begins with a normal
glomerular filtration rate at the onset of kidney failure, followed by a steady
decline in the ability to filter toxins and fluid from the body. ESRD occurs when
the kidneys become permanently impaired and cease to function at sufficient
levels to maintain life (Canadian Institute for Health Information (CIHI), Annual
Report, 1997).

The deterioration of renal function can be abrupt or insidious, and may
occur at any age due to a variety of disease processes. In Canada, diabetes
(26.8%), glomerulonephritis (15.9%), and renal vascular disease including
hypertension (18.1%) are the leading causes of ESRD. Other causes include
polycystic kidney disease, pyelonephritis and cases with unknown etiology (CIHI,
Annual Report, 1997).

The medical treatment for terminal stages of the disease is renal

replacement therapy, renal ion or dialysis. ing to Canadian

statistics for 1995, the average age for commencing ESRD therapy was 57

years, males dominated all age groups, and the number of individuals receiving



dialysis (n = 9,797) those with a ioning kidney (n=
8,340). In Newfoundland, 210 patients were receiving dialysis versus 222 with a
functioning kidney transplant. With regards to the two types of dialysis,

is and peril dialysis, ialysis was the most common form
of treatment in Canada (65.3%) and in Newfoundland (55.2%) (CIHI, Annual
Report, 1997).
The cost of providing end stage renal disease treatment has escalated
into billions of dollars worldwide, resulting in a closer scrutiny of quality of care
delivery. The traditional quality assurance model of structure, process, and

outcome developed by Donabedian (1980, 1988a, 1988b) guided the

of quality g over the last two decades.
However, emerging models advocate focusing on patient perceptions as
opposed to provider perceptions of health care quality (Larrabee, 1996).

For persons living with a chronic illness (e.g., ESRD) quality of care is a
continuously evolving concept. In the past, quality of care in hemodialysis units
was measured in terms of survival and morbidity, and whether treatment targets
were met (e.g., Kt/V, hemoglobin, etc.). With the increased awareness of the

important role played by personal experience in shaping perceptions of quality,

of ESRD and ialysi for patients must be understood
if heaith care i are to act as facili in i isfaction with
care and quality care Itis also i that i




communications between patients and health care providers during hemodialysis
might improve survival. It is important to move beyond the narrow perspective of

mortality and idity as of ESRD and focus greater

research efforts on subjective experiences with a chronic illness. By generating
a data base on illness experiences, health care providers will be able to more

effectively monitor illness and disease processes, to identify and develop more

timely and iate il ions for ing both the length and quality of
survival, and, most importantly, to provide the health care that meet patients’
needs.

The classic paradigm for assessing quality of care views the patient as a
more or less inactive recipient of care. The response is assumed to be
mechanical (linear) - a direct and easily predictable response to input. This
applies whether the outcome assessed is morbidity, mortality, quality of life or
satisfaction with care. However, patients are not inactive recipients of care.
Their reaction is not necessarily a linear response to the stimulus that caused it.
This thesis evolved from a larger research study that focused on the exploration

of patients’ i with ialysis, with a goal of ping an

model to the linear model that currently exists in the

hemodialysis environment. In a linear model the primary transfer is energy and

the underlying assumption is linear. It was proposed that an interactive model

(i.e., where the primary transfer is i ion and the i ion is



non-linear) would consist of four elements. First, patients are not passive
recipients of care. Secondly, patients react to various aspects of their care.
Thirdly, it is the patient's reaction to the care that he or she receives that create
or destroy the value he or she experiences from treatment. Finally, to increase
the value that patients experience from hemodialysis care, health care providers

need to develop a greater and ing of these i (ie.

the interactive response to the patient's reaction).
Without a conducive mechanism for listening to patients desires and

wishes, it is difficult to assess and direct how heaith care providers can assure

that patients i value from ialysi An i

allows the i ion of the patient's i in the and

improvement of the quality of hemodialysis care. Therefore, an interactive
model, as opposed to a linear one, may be more conducive for promoting high
quality of care outcomes with hemodialysis patients. It can be argued that critical
events, defined as interactive experiences, create a deep and lasting impression
and may have either positive or negative implications for hemadialysis patients.

The service industry is well aware of this phenomenon (Albrecht & Zemke,
1990). The airline industry, as it developed, found that other issues completely
separate from the technical issues in delivering the main service (how the
engines of the airplane are made and maintained) can have an overriding effect

on the consumer’s experience of value. These issues are things like punctuality,



helpfulness of the agent, comfort of the environment, the food served, etc.

When one or more of these things goes badly wrong, the consumer’s experience
of satisfaction or value may be destroyed. On the other hand, service above and
beyond the call of duty may make a huge difference to value experienced. The

stance of the service industries is that the consumer is always right.

Background and Rationale

Hemodialysis is a procedure that involves pumping the patient's blood
through an extracorporeal dialyzer. Blood is filtered across a semi-permeable
membrane and through the processes of diffusion and convection toxins,
electrolytes, and fluids are removed (CIHI, Annual Report, 1997). Hemodialysis
is administered to persons with acute or chronic renal failure. This procedure is
most often performed by health care professionals in out-patient clinics or
hospital settings, and involves patient attendance for 4 - 7 hours, usually 3 times
per week. In a small number of cases patients and family members receive
training to perform this procedure at home.

In the United States the high rate of morbidity and mortality of ESRD

patients has been attri to i ia, anemia, and i

dialysis (Rodriguez, 1997). Hypotension has also been associated with a higher
rate of mortality among dialysis patients (US Renal Data System 1992: Annual
Report IV; Lowrie & Lew, 1990). Additional predictors of outcome include: (a)



age ( Foley & Parfrey, 1997; Hamnett, Foley, Kent, Barre, & Parfrey, 1995; Foley,
Parfrey, Harnett, Kent, Murray, & Barre, 1996a; Parfrey, Foley, Hamett, Kent,
Murray, & Barre et al., 1996a; Parfrey, Foley, Hamett, Kent, Murray, & Barre et
al., 1996b), (b) nutritional status (Acchiardo, Moore & La Tour, 1983; Foley,
Parfrey, Hefferton, Singh, Simms, Barrett, 1994; Iseki, Kawazoe, & Fukiyama,
1993; Owen, Lew, Yan Liu et al., 1993), (b) immune status (Mattern, Hak,
Lamanna, & Teasley, 1982), and, (c) psychosocial factors such as family
supports, compliance, and social and demographic characteristics (Burton, Kline,
Lindsay, & Heidenheim, 1988; Christensen, Wiebe, Smith, & Turner, 1994;
Kimmel, Peterson, Weihs, Simmens, Boyle, Umana, Kovac, Alleyne, Cruz, &
Veis, 1996; O' Brien, 1990; Reiss, Gonzalez, & Kramer, 1986). Co-morbid
conditions such as diabetes (Foley, Parfrey, Harnett, Kent, Martin, Murray, &
Barre, 1995), heart disease (US Renal Data System 1992: Annual Report IV;
Foley & Parfrey,1997; Harnett et al., 1995; Foley et al., 1996a; Parfrey et al.,
1996a), and hypertension (Charra, Calemard, Ruffet, Terrat, Vanel, & Laurent,
1992; F Carbonell, i, & F i, 1992; Foley et al., 1996a;

Ritz & Kach, 1993), quality of life and adequacy of dialysis (Gotch & Sargent,
1985; Lowrie, 1994; Lowrie, Laid, Parker, & Sargent, 1981) have also been
associated with increased morbidity and mortality.

Abram (1977) noted that “chronic dialysis serves as a paradigm not only

of man's response to a chronic iliness, but to a treatment which requires



dependence upon an artificial device for survival” (p. 307). The long term
survival of patients receiving dialysis for the treatment of ESRD is not solely

dependent upon the dialysis procedure itself but rather is intricately linked with

of and adj to i (ie., icati and
healthy lifestyle behaviours (i.e., fluid and dietary restrictions, activities of daily

living). According to the 1995 Canadian statistics, social factors (i.e., primarily

from for 13.6% of deaths from ESRD (CIHI,
Annual Report, 1997). It has been postulated by others that patients’

experiences may also be a predictor of survival (Reuben, Rubenstein, Hirsch, &

Hays, 1992).
Despite i in ities for ESRD,
patients receiving ialysis are faced with iological and
arising from ictive lifestyles, i and the negative
impact of living with an in future (i.e., ive dialysis

options such as peritoneal dialysis, death). Investigations of patients’
experiences with hemodialysis have evolved from clinicians’ examinations and

observations to itatis of ical and physi

stressors, methods of coping, quality of life, quality of care, and satisfaction with
care.
A number of researchers have focused their efforts on identifying

and

psy i and coping ies used to manage



stressors (Baldree, Murphy & Powers, 1982; Bihl, Ferrans & Powers, 1988;
Eichel, 1986; Fuchs & Screiber, 1988; Gurklis & Menke, 1995; Hoothay,
DeStefano, Leary, & Foley-Hartel, 1990; Lok, 1996). Studies on hemodialysis
patients’ satisfaction with care (Ferrans, Powers & Kasch, 1987; Hoothay,
DeStefano, Leary, & Foley-Hartel, 1990), quality of life (Ferrans & Powers, 1993;
Hays, Kallich, Mapes, Coons, & Carter, 1994; Kutner, 1994; Laupacis, Muirhead,
Keowan, & Wong, 1992; Lok, 1996; Parfrey, Vavasour, Bullock, Hamett, & Gault,
1989; Parkerson, Broadhead, & Tse, 1993; Ware & Sherbourne, 1992), or

coping and adjustment efforts (Blake & Courts, 1996; Hoothay et al., 1990; Lok,

1996) have used a variety of i and samples ing upon
researcher preferences.

Other investigators have used a variety of qualitative research
methodologies to study different aspects of patients' experiences with renal
replacement therapy (Charmaz, 1983; Flaherty & O'Brien, 1992; Hilton &
Starzomski, 1994; Kutner, 1987; Moizahn, 1991; Rittman, Northsea, Hausauer,
Green, & Swanson, 1993). Holman (1993) discussed the merits of using
quantitative and qualitative methods of inquiry by the discipline of clinical

epidemiology. Several authors have argued that quality care will never be

unless a h data base is on patients’ ions of
the total health care experience (Eliwood, 1988; Meyer, 1995). However, only a

limited number of studies were identified from the i that the




total patient experience with ESRD and hemodialysis treatment.

The growing ition of the il of patients’ ions of

quality of care as an outcome parameter has sparked greater interest in using
qualitative methodologies to generate a data base in this area (Fosbinder, 1994;
Larrabee, 1996; Pontin & Webb, 1996; Vuori, 1991; Wilde et al., 1993). Other
qualitative studies have focused on the meaning of iliness in various situational
contexts (Kleinman, 1988; Kutner, 1987; Morse & Johnson, 1991), and the
interaction of illness meanings and the struggle to regain a sense of normalcy
(Charmaz, 1987; Conrad, 1990; Corbin & Strauss, 1987; Fife, 1994; Morse &
Johnson, 1991; Robinson, 1993).

Meyer (1995) noted that despite the controversy surrounding the use of

as outcome for ESRD therapy, clinicians
must give due consideration to experiences which may impact or forecast
survival. Meyer also argued that it is possible to measure patient experiences in

a reliable and valid manner. The resulting data base could be used for case-mix

adjustment, to facilitate greater ing of choices i to
measure quality of care, and, ultimately, to improve the quality of care received
by individuals. A number of authors concur with this position (Eliwocod, 1988:
Lohr & Schroeder, 1990; Tarlov, Ware, Greenfield, Nelson, Perrin, & Zubkoff,
1989; Vuori, 1987, 1991).



Problem Statement
The meanings patients assign to ESRD and hemodialysis have not been

investigated to any great extent. Health care providers must try to capture the

of patients’ i and find ways of monitoring, evaluating and
improving the quality of care delivered and the quality of outcomes.

Some authors (e.g., Burrows-Hudson, 1995; Charmaz, 1987; Conrad,

1990) define the health-ill e yas ing for days, months or years
for some individuals experiencing a chronic illness such as ESRD. For patients
receiving hemodialysis for the treatment of ESRD the trajectory begins with the
initial signs and symptoms of kidney disease. Eventually a diagnosis is made
followed by a period of renal insufficiency which may last days, months, years, or
decades, potential transplantation, the stable and unstable periods such as
hospitalization, exacerbation of co-morbid iliness states, the effects of the illness
and its treatment, and death. It is obvious that critical events can occur
anywhere along the iliness trajectory and should be evaluated for their impact on
short and long-term outcomes. Further, changes in iliness and treatment

that occur in to situati and envil factors are

important factors to consider if health care providers are to provide optimal care
at each phase of this chronic illness trajectory.
The purpose of the current study was to explore patients' experiences with

and perceptions of ESRD and hemodialysis treatment. A second purpose was

10



to document the significance of critical events associated with hemodialysis
treatment for patient satisfaction with care, and to their relative value as

compared to the more medical or technical aspects of care.

Research Questions

This study was designed to address the following research questions:

(1) What is the meaning of the illness/treatment experience for
patients on hemodialysis?

(2) Can common themes be identified from the experiences of
hemadialysis patients regardless of age, gender and time spent in
hemodialysis care?

(3) Whatimpact, if any, do "critical events" have on patient
perceptions of care quality or satisfaction with care?

(4)  When do "critical events" occur in the hemodialysis cycle, i.e.,

beginning or end of treatment, early or late in the treatment cycle?



CHAPTER Il
Literature Review
There has been a growing awareness over the past two decades that

focusing on physiological aspects of an iliness to the exclusion of the total iliness

- i social, ical and {{ aspects - is a
rather limited view of what it means “to live with a chronic iliness”. The meanings

of iliness i is an empty without the ing provided

by individual perceptions of illness in different situational and sociocultural
contexts (Charmaz, 1983, 1987; Conrad, 1990; Fife, 1994; Kleinman, 1988;
Kutner, 1987; Morse & Johnson, 1991). When the focus is confined to the

disease process, the is is on i ions and

However, when the total illness experience is considered, the focus shifts to
personal experiences with illness symptoms and the disability consequential to
the disease process (Kleinman, 1988).

A review of relevant literature is divided into three sections. The first
section presents an overview of studies dealing with the impact of an illness on
self-meanings and supports in different groups of chronically ill individuals. The
second section summarizes study findings on how individuals adjust to end-

stage renal disease (ESRD) and ialysis. Special consideration is given to

and coping ies used to

deal with them, and the influence of social supports on emotional/ psychological

12



adjustment. The final section discusses key findings on how quality of care may

have a positive impact on the quality of patient outcomes.

How illness and are i by the indivi and others

should not be seen as something static, but rather as evolving over time in

to ing ci ings are multi-di i highly
volatile and intimately linked with relationships (Kleinman, 1988). The
understandings and interpretations of an iliness are determined and shaped by

the nature of the illness (acute versus chronic, severity and degree of suffering,

lifestyle ictions and extent of disability), by the situati context (work,

social and family di i the person iencing the illness (self-

self-actualization), and the phase of the iliness trajectory (Charmaz, 1987).

Self-Meanings

Corbin and Strauss (1984) proposed that the course of a chronic illness

along a traje y with readily identif phases. The chronic illness
trajectory was conceptualized as individual specific and following a course
marked by periods of stability and instability. Corbin and Strauss (1987)
conducted interviews with 60 couples, and published autobiographies and

biographies to create a meaning context for chronic illness and test their

13



model. The bi ical body ions (BBC) chain was coined to

capture the il i ips among three i ical time, body

failure and conceptions of self, which give structure and continuity to a
biography. According to these authors, the cumulative impact of a chronic illness
on each component of the BBC chain is dictated by the severity and progression

of the iliness and its meaning for the self (i.e., changes in body conceptions that

guide acti I and bi i jections to
accommodate illness-related tasks and time management of other tasks). When
the BBC chain is shattered, the person must engage in biographical work to

reconstruct it and forge new meanings for self-identity. Corbin and Strauss

the il ion of an ill j y into a person’s biography as a
contextualizing process that is never complete, highly subject to variable illness
states, and influenced by the self and others commitment to performing tasks
that will foster a new self-identity. By coming to terms with the unpredictability of
the chronic iliness and moving to let-go of the past, the individual searches for
new meaning in future possibilities, rearranges priorities, and chooses a
biographical scheme that promotes and sustains the self.

Charmaz (1983) interviewed chronically ill individuals (N = 57) with
debilitating diseases including cardiac disease, diabetes, cancer, kidney disease,
and multiple sclerosis. Over two-thirds of the respondents were women between

40 - 60 years of age. Using a grounded theory methodology during data

14



collection and analysis, Charmaz identified “loss of self” as the dominant theme
emerging from the data. The findings suggested that when one's world is
dominated by an illness (i.e., excessive lifestyle restrictions, and physical
debility), the new self is visualized as a person with a chronic illness (i.e., a male
dialysis patient perceived himself as a “captive of the machine”). Charmaz

the i of the i and of di

encounters with others in determining the full impact of the iliness upon the self.

Charmaz that the i i of the di

more pronounced when the ill person either feels forced to accept the

g and/or ives them as a stimulus that can further
weaken the self. Although the chronically ill persons’ views about themselves
and ways of being in the world are powerful forces in self-redefinition, the value
placed on others’ perceptions have equal import.

Charmaz (1987) used a grounded theory methodology to generate a

on how i ill indivi (N = 57) forged a new

self-identity. The findings that the i il are

searching for a match between an evolving self (i.e., the here and now) and
preferred identities (i.e., future self goals, motivations to achieve them, etc.).
There is a constant struggle to construct preferred identities that will facilitate a
sense of normalcy and reduce the social stigma of the illness. This construction

is depicted as a linear progression up or down an identity hierarchy that is
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of i ities: the identity - inary efforts
to achieve a desired self while managing an intrusive, serious illness; restored
self - expectation that all levels of the old self will be reinstated; contingent
personal identity - realignment of future goals following failure to achieve a

supernormal or restored self; and self - the self is ived in a

positive light despite reduced functioning abilities. Movement up and down can
be sudden or insidious and permanent or volatile depending on the type,

frequency, timing, and severity of iliness episodes; the meaning of illness

If- i and the of i and physical
support from informal and formal Charmaz that more
research be to the pi involved in the struggle for

self-preservation during a chronic iliness.

Using a theory ap I & Stam (1995) used semi-
structured interviews to explore cancer patients’ (N = 37) perceived threats to
self-identity over the course of their iliness. Three major themes were identified
from the narratives: signals of identity threat; renegotiating identity; and
biographical work resulting from disrupted feelings of fit and renegotiating

identity. The authors defined iliness narratives as the search for personal

identities through story-telling about how gi were
how adjustments were made to body changes, or how one made sense of a

disrupted life. The findings suggested that identity threats were greatest in the

16



early stages of a cancer diagnosis when disruptions in daily living were more
pronounced (i.e., changes in personal relationships and body cues, exposure to

the health care system). lliness ives were to

account for self-identity threats or “di feelings of fit" i from
encounters with others (i.e., the social stigma of a cancer diagnosis, learning
how to communicate as equal partners with health care providers). The
cumulative effects over time, from initial diagnosis to the recognition that a
permanent change had occurred, depicted a circular movement from being
taken-up with the illness to its diminished importance during “well states”, and

then refocusing back on the illness during recurrent episodes and decreased

The that self- ives are

being in to a illness prog

Fife (1994) used a qualitative research approach to explore how
individuals with cancer (N = 38) conceptualized illness meanings. An open

coding procedure was applied to the interview transcripts to derive theoretical

Two i emerged - self and contextual meanings.
liness meanings were viewed as central to an individual's ability to assimilate the

impact of a critical event, place it in an appropriate context, and adapt to its

ensuing illness manifestations. Self ings were conti being

in to illness and i and were reflected

by: a) loss of personal control - increasing dependency, enhanced feelings of
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and ility, and reduced ictability of life (i.e.,

between hope/optimism and i ir), b) threats to self-esteem or

self-worth - positive/negative effects on roles and interpersonal relations, c)
changes in body image - alterations in identify and self-worth. Contextual
meanings were shaped by appraising critical events and their consequences for
life in general (i.e., changed goals, altered relationships). For example, a serious
illness was found to exert either a positive or negative impact, within and outside

the family setting. ings cor ion could i ilize or

empower the person. The findings are somewhat constrained by forcing
participants’ meanings of critical events within the theoretical premises of

symbolic il ionism, limited i ion of an il

P base,
(i.e., health care and its providers), and the obvious overlap of self and
contextual meanings (i.e., the self is being constantly redefined by social

contexts).

Self-Meanings and Supports

Morse and Johnson's (1991) lliness-Constellation Model is an example of

a i ive on iliness i The model evolved from a meta-
analysis of five research projects (i.e., adjustment after a heart attack, women
experiencing a hysterectomy, mothers’ and their daughters’ abortions, leaving

the psychiatric hospital, and husbands and their wives' chemotherapy) which
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focused on patients’ acute illness experiences and the resulting impact on

roles, and i ips of families and friends. Uncertainty,

disruption, striving to regain self, and regaining wellness are presented as four

stages of an illness i In the inty phase, self-

symptoms and diagnosing iliness severity dominate, and family members
become cognizant of altered health states. During the disruption phase the
person seeks help or is forced to do so because of a crisis episode which may

lead to relinquishing control or i on health care providers

and family. As the individual moves to make sense of the illness by seeking
explanations and trying to predict future outcomes, the stage of striving to regain
the self is reached. The individual then moves to self-preservation while
significant others try to buffer the impact of the illness. Regaining wellness is
achieved when one attains mastery by reinstating former relationships, regaining
control of self, and adjusting to illness limitations. Success in this stage is
facilitated by support and understanding from significant others. Thereis a
logical progression through the stages of the illness from initial suspicions to
bringing closure to the episode.

Kleinman (1988) emphasized the differences between disease and
iliness, and acute versus chronic illness. Referencing research findings and
experiences as a clinician, Kleinman suggested illness meanings are defined by

the many social worlds of the person of which the health care setting is only one
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component. Similar to Morse & Johnson (1991) and Fife (1994), Kleinman noted
the ripple effect that a chronic illness may exert on others in the social network,
and the altered sense of self in response to others’ views and actions. From the
perspective of a chronic iliness the person and significant others are in limbo

and i Thereis a ion with ining a sense

of normaicy, while doubting if this will ever transpire because the self is being
continuously redefined by the illness. Kleinman argued that greater research
efforts are needed to understand how iliness meanings are created, the process
responsible for their evolution, and the role played by social and psychological
reactions in shaping their final form. Kleinman also argued for an explanatory
model to capture the many ways in which the person assigns cause to illness,
monitors the effects of the chronic iliness on the self and those comprising the
social networks, reconstructs the past within the context of the present, and

shapes and redefines illness meanings.

(1993) i i how indivi and families dealt with
chronic iliness in the context of everyday living. A constant comparative method
of analysis was applied to the data collected from 62 interviews with 30 women
and 10 men, 31 of whom were managing a chronic iliness. The findings
suggested that study participants tended to focus on a normalization process in
constructing a meaning context for their iliness (i.e., a struggle to achieve a

sense of normalcy). Significantly there was a greater sense of mastery and
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competency as opposed to uncertainty, a tendency to conceal differences and
focus on the normal (i.e., covering up and promoting the normal), and letting go

of unrealistic expectations while trading-off and substituting activities to maintain

control over the image projt to others. i also the impact

of this normalization process on health care providers, family, and friends. One

important finding was that particij perceived health care provi as trying
to obstruct the normalization process (i.e., seeing normalization attempts as

denial, not supporting activities that facili i As a result of the

drive for normalcy and the desire to “cover up” weaknesses, family members
were also not always aware of the amount of assistance required by the person

experiencing a chronic illness.

Summary
Some authors refer to the losses resulting from a chronic iliness as a

weakening of the self, whereas others perceive them as an opportunity to

redefine the self. An ive review of the lits a

taken to the ion of how the i ill

if- ings or self- ition, and the ived quality of supports.
Although the independent effects of these constructs have been addressed in
the literature on chronic iliness, there is limited consideration of the interactive

effects. Signil y, neither the il ori ive effects have been
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investigated in ESRD patients receiving hemodialysis.

to ESRD and

From a health care providers perspective end-stage means “terminal” and

as such life on a dialysis machine is “borrowed time” (Kutner, 1987, p. 41). It has

been well that long-t i i is patients are
exposed to a i of iological and i and

lifestyle ictions and losses. A review of the literature
on the iological and ial stressors i by

patients, coping methods used to manage these stressors, quality of life, and the
role that supports play in adjusting to ESRD and hemodialysis is presented in

this section.

Stressors and Coping/Adjustment
O'Brien (1980) conducted a nine year longitudinal study of ESRD patients

(N =126) ivi i ialysi in an out-patient

setting. The researcher used quantitative (i.e., a variety of researcher developed
and/or standardized scales on social and psychological functioning) and
qualitative (unstructured interviews with patients, family, and health care
providers, non-participant observations of the sociomedical environment of the

hemodialysis setting) methods at different data collection points (i.e., year 1, 3,
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and 6) to explore the life “career” of maintenance hemodialysis patients. One of
the key findings from this study was the central role played by courage in
facilitating day to day survival. Another significant finding was the important role
played by supportive others (i.e., family, friends) during the initial stages of
dialysis in facilitating coping with and acceptance of restrictive lifestyles and the
necessity to depend on technology to sustain life. With time, however, the
chronicity of the illness and treatment left some feeling alone and uncertain
about the future (i.e., family relations, physical functioning, role restrictions, and
life itself). Thus, patients with ESRD and receiving hemodialysis were in a
constant struggle to maintain courage in the face of an uncertain future. in some
instances there was a greater tendency to relinquish responsibility and control to

physicians.

Baldree et al. (1982) desi a ipti i study to

lated and coping ies in a sample of
hemodialysis patients (N = 35). The Hemodialysis Stressor Scale (HSS) was
used to rate the frequency and severity of physiological and psychological
stressors, and the Jalowiec Coping Scale the presence of affective versus
problem-oriented coping. The authors reported content validity and test-retest

reliability for both il Study findings indi that fluid

muscle cramps and fatigue, uncertainty about the future and foed restrictions,

and work ii were the most i and,
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problem-oriented coping was used more often than affective-oriented coping. In

addition, no significant differences were detected between the ratings of

and psy i or signit ions found

between iologi y i and select

or coping i Study limitations include a small, non-
representative sample (i.e., time on dialysis, age, etc.).

Eichel (1986) investigated stressors and coping methods in a sample of
chronic ambulatory peritoneal (CAPD) patients (N = 30). The HSS and the
Jalowiec Coping Scale were used during data collection. Study findings from the
CAPD group were compared with those of Baldree et al. (1982) findings from
hemodialysis patients. Although the CAPD patients reported less overall stress
than hemodialysis patients, similarities were noted in identified sources of stress
(e.g., fatigue, limitation of physical activity, muscle cramps, changes in body
appearance, itching and work interference). Another point of contrast between
the two groups was the higher ratings given to physiological over psychosocial
stressors by the CAPD group. Comparatively, problem-oriented coping was
used more often than affective-oriented coping by both groups. However, the
CAPD group used affective-oriented coping strategies significantly less often
than the hemodialysis group. Trying to maintain control, looking at the problem
objectively, prayer, accepting the situation, hoping things will get better, and

thinking through and trying different solutions were common to the top 10 for
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both groups.

Bihl, Ferrans, and Powers (1988) examined stressors, quality of life, and
health status in a sample of CAPD (n = 18) and hemodialysis (n = 18) patients.
Study variables were assessed by a modified version of the HSS (i.e., altered
three items relating to hemodialysis patients only, and added items to assess

dialysis equij lated di and boredom with the routine),

the Quality of Life Index, health status on a 10-point rating scale, and biophysical

markers (e.g., serum ium, weight, inine, etc.). The found

that uncertainty about the future and restrictions on leisure time were the highest
ranked stressors for the CAPD group, whereas fatigue and boredom were the
highest ranked stressors for the hemodialysis group. In contrast to Eichel
(1986), Bihi et al. (1988) found no significant differences between CAPD and
hemodialysis patients overall ratings' of physiological and psychosocial
stressors. A noteworthy limitation of this study is the small sample size.

Fuchs and Schreiber (1988) compared CAPD (n = 30) and hemodialysis

(n = 30) patients ions of The P

the Stressor Scale (C 's alpha = 0.84), was
based on the HSS of Baldree et al. (1982) and Luby's (1984) scale. The findings
indicated that hemodialysis patients ranked limited physical activity, limited time
or place for vacation, and fluid limitation as most stressful; whereas, CAPD

patients ranked fatigue, limited physical activity, and sleep disturbances as being
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most stressful. There were no significant differences noted between CAPD and
hemodialysis patients in the number and intensity of stressors. These findings
concur with those of Bihl et al. (1988).

Gurklis & Menke (1988) replicated Baldree's (1982) study with a sample
of hemodialysis patients (N = 68). In contrast to Baldree et al. (1982), these

researchers found a significant difference between patients ratings of

phy and i Although similar high ratings were
found for fatigue, and fluid and food restrictions, subjects did not rate uncertainty
and muscle cramps as highly as in the Baldree et al. (1982) study and gave

significantly higher ratings to physical activity limitations and frequent

Although findings were found for the dominant
coping strategy (i.e., problem-oriented coping) in both studies, in contrast to
Baldree et al. (1982), Gurklis and Menke (1988) found a significant correlation
between coping methods and stressors. Gurklis and Menke (1988) suggested
that differences in the findings between the two studies could be attributed to the
older patient population and longer time on hemodialysis in their study. Further,

the researchers noted content validity problems with the HSS, identifying an

30 lated (eg., ion, unwell feeling states
after dialysis, clotting of the fistula, etc.).
In a later research effort, Gurklis & Menke (1995) used a triangulated

study design to explore hemodialysis patients (N = 129) perceptions of stressors,
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coping methods, and social support. From the interview data, 62 stressors were

and ized as physiological and

about starting hemodialysis, restrictions of living with a chronic illness, and

kidney { 54% of the subjects experienced one

or more physiologit (e.g., fatigue, ion, feeling unwell after

dialysis, cramps, nausea and vomiting, decreased mobility, bone pain, too much
fluid removal). Psychosocial stressors were defined in terms of missed activities,
having to come in for dialysis, time consuming activity because of the travel, time
sitting in a chair to receive treatment, and the time involved resting at home
recovering from treatment. Patients defined the restrictions of living with chronic
iliness in terms of difficulties encountered in maintaining a normal life due to

physical italizati the stress of dealing with diet

and fluid restrictions and lifestyle changes, and financial constraints. Forty-eight

coping ies were into six major ies and reported as

acceptance, optimism, maintaining control, seeking support, self-mastery, and
staying active. The coping methods used in this study were comparable to those
methods reported in other studies (Baldree et al., 1982; Eichel, 1986; Gurklis &
Menke, 1988; Hoothay et al., 1990; O'Brien, 1990).

Lok (1996) used a descriptive/correlational study design to compare the
relationship between stressors, coping methods and quality of life among

hemodialysis and CAPD patients (N = 64) in two dialysis centres. The HSS, the
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Jalowiec Coping Scale, and a quality of life index were used during data

The results indi that limitation of physical activity was the

highest rated stressor among all patients. Other stressors identified by the
hemodialysis group included decreased social life, uncertainty about the future,
fatigue and muscle cramps. Among CAPD patients sleep disturbances, length of

treatment, stiffening of the joints, and uncertainty about the future were the

highest ranked . The top i ified in this study sample were
comparable to findings of Baldree et al. (1982) and Gurklis & Menke, (1988),
however, the rank ordering differed. Similar to Baldree et al.’s (1982) and
Gurklis & Menke's (1988) findings, Lok (1996) found problem-oriented methods
of coping used more often than affective-oriented methods. In contrast to
Gurklis and Menke's findings, length of time on dialysis was not significantly
associated with method of coping. Patients' perceptions about their physical
activity, social activity, and satisfaction with life was below average in both

dialysis groups. In terms of the i ip between coping

and quality of life, problem-oriented method of coping was the only factor

with total in ialysis patients. Study
limitations included the low number of CAPD patients enrolled (n = 8), poor
response rate to the questionnaire (58%), and lack of established reliability and

validity of the HSS developed by Baldree et al. (1982).
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s Copi i Social §
Patients i ialysis for ESRD i a i of

physit ical and psy i By virtue of the illness chronicity and
the consistency with which such stressors occur, patients and their families and
friends are consequently exposed to the illness and treatment effects. Several
studies have focused on the role that supports play in coping with and adapting
to hemodialysis.

Siegal, Calsyn, and Cuddihee (1987) used quantitative and qualitative

research methodologies to examine the effects of social support on

to ialysi in ESRD patients. The

sample (N = 101) consisted of 56 males and 45 females. The Brief Symptom

Inventory was used to measure psy I j and a

leisure time activity and frequency of contact

with friends, family, ici religious
and a “confidant”. The majority of patients identified their families as the primary
source of social support, with heaith care providers and friends rated second and
third, respectively. The findings also depicted a significant, positive correlation
between perceived quality of support and degree of psychological adjustment.
Kutner (1987) desi a itudinal study to it igate the impact of

different social worlds on individuals' (N = 150) experiences with end-stage renal

disease (ESRD). A variety of data sources were used during data collection (i.e.,
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with and inistration of

scales to ialysis and peritoneal patients; ESRD

patients’ anecdotal notes gathered by the National Kidney Foundation of
Georgia; an assessment of the ESRD program by the Inspector General's Office;
writings and presentations by individuals with ESRD; and the researchers’

clinical i The findings that ESRD is a chronic illness that

has a major impact on family relations (i.e., accepting and adjusting to the

illness, igning of roles and ibilities, and being by care),

friendships (i.e., aware of restrictions while trying to maintain normal

and maintaining active (i.e., nature of job, receptivity

of employer). In comparison to other chronic illness ESRD was seen as unique
because of the important influence of the social world of dialysis (i.e., perceived
social, emotional, and informational support received from dialysis peers and

heaith care providers). Kutner concluded that supports from existing and

social worlds signi il the ability to rebound from the
initial jolt of the diagnosis (i.e., sudden versus insidious onset of kidney failure),

to positively deal with i ing the quality of life on dialysis, and

to i manage inty i with longevity, the risks and
benefits of different treatment options and declining health status. The centrality
of treatment diminished as the person strived to maintain a sense of normalcy in

life and overcome sickness versus wellness and/or independence versus
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dependency dilemmas.

In a longitudinal study of hemodialysis patients, O'Brien (1990) used an
exploratory correlational design and panel analysis to investigate compliance
behaviours and social support. The initial sample was 126, with 63 remaining at

the second interview at three years, and 33 ining at six years.

interviews were used to collect data from family and care givers on social

supports, patient pli i and
The findings indicated that patients who died early in the hemodialysis cycle
tended to be more compliant with diet and fluid regimens. However, patients

who were married and/or living with other adults and children reported higher

ly, those patients who survived the longest
were the least compliant, most satisfied with social interactions with family and
friends, and more socially active.

Christensen, Smith, Turner, Holman, Gregory, and Rich (1992) used a

study design to explore the effects of social
support on patient adherence to fluid and dietary compliance and level of
physical functioning in a sample of in-center (n = 55) and home (n = 26)
hemodialysis patients. Physical functioning was measured by the Sickness
Impact Profile, social support by the Family Environmental Scale, and physical
status by interdialytic weight and serum potassium levels. The findings indicated

that to fluid ictions varied by modality (i.e., greater
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for in-center ialysis vs home ialysis patients) and level

of family support (i.e., higher support, greater adherence). In addition,

to dietary ictions varied by modality (i.e., greater

for in-center ialysis vs home ialysis patients) and level
of physical functioning (i.e., higher physical impairment, lower adherence).

In a subsequent article, Christensen, Wiebe, Smith, and Turner (1994)
reported on the ongoing analysis of data from the earlier study by Christensen et
al. (1992). Christensen et al. (1994) investigated the effects of select
demographic and clinical variables (i.e., age, sex, time on dialysis, diabetic
status, depression, social support, and serum creatinine, urea nitrogen,

phosphate and potassium), on survival in a sample of 84 hemodialysis patients.

D ion was by Beck's D ion Inventory. During the

regression analysis only age, urea nitrogen, and family support surfaced as

predit of survival. Signi , study findings suggested a three-
fold increase in the risk of death for patients with low support compared to those
receiving high levels of support.

Ina ipti i study, Tell, i Russell,

Hylander, and Burkart (1995) investigated dialysis patients (N = 256) perceptions
of social support and health-related quality of life. Consideration was given to
select demographics during sample selection (i.e., gender, race, age,

hemodialysis vs home dialysis). Perceived social support was measured by the
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Support ion List (Cl s alpha of > 0.73), and actual
social support the Lubben Social Network Scale (Chronbach’s alpha = 0.70).
Health-related quality of life was assessed by rating two items on life experiences
(i.e., feelings about life as a whole, life satisfaction), the Karnofsky Scale on
Physical functioning, and verbal reports of activity limitations. The findings
indicated that Blacks rated overall quality of life and life satisfaction higher than
Whites, reported better physical functioning (i.e., based on patients and nurses
ratings), and identified less restrictions on leisure activities. However, no
significant differences were noted between Blacks and Whites in terms of
perceived or actual supports. When social support variables were correlated
with the quality of life indicators, only perceived support depicted a significant,

positive { ip with physical

Flaherty and O'Brien (1992) used an
design to investigate styles of coping in family members (N = 50) of ESRD
patients on in-center hemodialysis, home dialysis, CAPD, or Continuous Cyclic
Peritoneal Dialysis. The Family-Focused Interview Guide was used to conduct
open-ended interviews with family members. Five major styles of coping were
identified during data analysis (i.e., remote family style, enfolded family style,
altered family style, distressed family style, receptive family style). What was

most revealing about the study findings was the emotional and physical

from the signil changes i by the affected family
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member (i.e., remote family style) consequential to ESRD and its treatment.
One possible explanation for this finding was the early stage of treatment and
the absence of co-morbid conditions. Another limitation of the study was the
small sample with diverse characteristics (i.e., age, race, gender).

Gurklis & Menke (1995) examined and described stress, coping, and

social support among 129 hemodialysis patients using a combination of

qualitative (i.e., open-ended { and itative (i.e., F
Stressor Scale, Jalowiec Coping Scale, Personal Resource Questionnaire)

methods of research. Over 90% of the subjects perceived one or more

family as iding support. Spouses or significant others
were identified by 46.5% of the patients followed by adult children (44.2%). The
majority of patients (89%) expressed positive feelings about the perceived quality
of support by relatives and friends. Overall, 31% of the patients attributed the
fact they were still alive to the support provided by family, friends, health care

providers, and home care services particularly during serious illness episodes.

Summary

Many research studies (Baldree, Murphy & Powers, 1982; Bihl, Ferrans &
Powers, 1988; Blake & Courts, 1996; Eichel, 1986; Gurklis & Menke, 1995;
Hoothay, DeStefano, Leary, & Foley-Hartel, 1990; Lok, 1996; O’Brien, 1980)

provided useful insights into dialysis patients treatment concerns, dominant
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coping strategies, and possible ways to manage concerns and enhance coping

abilities. However, the literature revi on and coping

revealed inconsistencies in study findings (Baldree, Murphy & Powers, 1981;
Bihl, Ferrans & Powers, 1988; Gurklis & Menke, 1995; Lok, 1996). This is an

area that requires further investigation with larger samples of dialysis patients.

Further, ical limitations must be in future studies (i.e.,
longitudinal designs, content relevant and i sound il
etc).

The association of family support and patient adherence to treatment

regimens and death has also not been well in ESRD and
Itis i that the ived quality of supports (i.e., family,
friends, izati etc.) can il heaith i (ie.,

adherence to diet, fluid, and medication regimens) directly through concrete

support or indirectly by altering the patient’s psychological approach to heaith

(e, p ing a positive to of the illness and
its treatment regimens). This is a relatively new concept which requires

longitudinal study of not only patients but family members. This type of research

data base is needed to help gain a deeper ing of the role
quality of informal supports play in facilitatil to medical
and survival.
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P 0 : Indi f Quality of C
Donabedian (1980,1988a,1988b) defined quality as the ability to achieve

set objectives in different situational contexts. From this theoretical perspective,

judgments about quality of care vary ing on the i

health outcomes (i.e., physiological versus quality of life) and other influencing
factors (i.e., organizational structure of the care environment, and the technical
and interpersonal processes involved in giving and receiving care). This
traditional quality assurance model of structure, process, and outcome has
stimulated work on the strategic position held by patient outcomes (e.g.,
Greeneich, 1993; Jirsch, 1994; Peters, 1995; Sawatzky & MacDonald, 1994;
Woodyard & Sheetz, 1993).

Traditi , the of ialysi was primarily

evaluated in terms of technical i and mortality

(Barth, 1993; Bergstrom, 1985; Burrows-Hudson, 1995; Lowrie, Laird, Parker, &
Sargent, 1981). Several authors have argued that focusing on the technical
aspects of care is a fragmented approach that ignores the whole person (Capelli,
1994; Larrabee, 1996; Peters, 1991). A more interactive approach to measuring
quality of care is supported by an increasing number of theorists and
researchers. Peters (1991) defined quality within interactive driven systems as
opportunity because patients become active participants in the care process and

instrumental in shaping the quality of outcomes.
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Patient P i  Quali
Patients’ perceptions of interactions with the health care system are

significantly shaped by their ( the evolving ings of illness and

treatment, and the perceived quality of supports. Jirsch (1993) suggested that

an ion of patients jecti i is needed because future

quality health care initiatives will be defined by patients’ perceptions. Koch
(1994) argued that disregard for patients’ experiences within the health care

system results from a preoccupation with the scientific method, and heavy

reliance on input from health care provi to ine the for
quality care delivery. Despite the increased emphasis placed on patients’
perceptions for assessing quality of care by Continuous Quality Improvement

(CQl) and Total Quality (TQM) initiati there d tobea

fairly high degree of ir fe] y between and health care p
perceptions of quality care (Larrabee, 1995; Meyer, 1995; Pettit & White, 1991;
Vuori, 1991).

Young, Minnick and Marcantoni's (1996) conducted a stratified random
survey of patients (n = 2051), nursing staff (n = 1264) and nurse managers (n =
97) from hospitals (N = 17) with a reported CQI or TQM program in the
Midwestern region of the United States. The purpose of the survey was to

compare patients, nurses, and nurse ions of the i of

selected aspects of care. In addition, patients were asked to rate the
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effectiveness of actual services provided, and nurses and nurse managers the
degree to which they desired to meet patients expectations. Study findings
identified considerable gaps between patient and nurses priority ratings and
expectations regarding physical care, patient participation in care, and patient

teaching and pain control. The that health care

must achieve a greater understanding of patients’ priorities for care and needs
and wants, and use this information when delivering care. A major limitation of
the study was the absence of any reference to the reliability and validity of
survey instruments.

There is also a growing qualitative research base on the value patients
place on interpersonal competencies of health care providers, and how this
component of quality may promote positive heaith outcomes. In an ethnographic
study of patients perceptions of nursing care, Fosbinder (1994) applied the

constant-comparison method of analysis to the data generated from

of patient i ions (n = 145) and patient interviews (n =
75). The findings highlighted the priority ratings that patients give to the
interpersonal skills of nurses, especially in the areas of information sharing,
getting to know patients, establishing trust, and being friendly and doing the
extras.
Wilde, Starrin, Larsson and Larsson (1993) used a grounded theory

methodology to examine patients’ (n = 20) perceptions of quality of care received
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at an outpatient clinic. Study findings suggested that perceptions of quality care
result from interactions between patient preferences (i.e., rational and human

aspects of care) and the resource structure of the care environment (i.e., person,

physical and iti Four di i of quality of care were
dical i of g (i.e., desire to be treated
by and ically gi physical

environmental conditions (i.e., a safe, clean, and comfortable environment),
identity-oriented approach (i.e., caring and accepting approach, participatory

and soci (i.e., attention to patient needs/desires,

p ly charged The model izes that patients desire to

be cared for in a humane way by qualified care givers with technical and

interpersonal competences and skills. Similar theoretical insights on the

of the i i and i ies of

nurse caregivers were made by Taylor (1995).

Satisfacti ith G
Heaith care instituti izing the i of itoring quality

of care, tended to rely on patient satisfaction as an indicator of quality (Marr &
Greengarten, 1995). Much of the work on patients’ perceptions of quality care
has focused on satisfaction with care. Hall and Dornan'’s (1988a, 1988b) meta-

analysis of quantitative studies (N = 211) measuring patient satisfaction with
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medical care found signif and ical limitations (e.g.,
use of non-standardized instruments which varied on directness, specificity, type

of care and dit i ity) that created for i ing and

study findings. In a concurrent meta-analysis of 41 studies on predictors of
patient satisfaction, Hall, Roter, and Katz (1988) investigated the consistency of

study findings on the impact of provider behaviours. These authors reported that

patient satisfaction seemed to depict a signi and i ion with
provider behaviours (i.e., greater technical and interpersonal competence, more
efforts at communication and partnership building, greater amount of information
giving, etc.) (Hall et al., 1988). In addition, Hall et al. (1988) found that patients
who reported a higher degree of satisfaction with health care tended to be more
compliant with treatment regimes.

Pontin and Webb (1996), in an ethnographic study of hospitalized surgical

patients (N = 40), i open-ended it i with

techniques to explore satisfaction with care. Study findings suggested that

nurses observation and itoring of physical, psy ical and

states influenced patient satisfaction with nursing care; and, physical conditions
(e.g., cleanliness, decor, physical space, and privacy) and resources (e.g.,
adequacy of staff and meals) influenced overall satisfaction with the hospital
stay. Similar to Hall and Dornan'’s (1988a) meta-analysis findings, Pontin and

Webb (1996) found that patients’ criticisms of care were expressed in a “socially
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accepted” manner. For example, workload demands or financial cutbacks were
used to rationalize perceived differences between the quality of care expected

and received.

i, C in, Picard, i, & Collier (1988) used a

pecti iptive design to i {0 patients’ and families’
perceptions of nursing care expected and received during hospitalization. A
modified grounded theory method was applied to a random selection (n = 63) of
239 letters received from patients/families over a three-year period. Four major

were identified from the data base - elements of care

required to make a judgment about quality (i.e., patient/nurse characteristics,

service quality, etc.), patient/family judgment of care (i.e., critical junctures/

events it i patient i ions and sati ion with care

options for action (i.e., perceived alternate care sources based on patient/family

about care ived or not i and or

lasting impressions of care (i.e., overall satisfaction with nursing care). Based on

Y ical insights, i et al. (1988) that critical
nursing events play a significant role in shaping patient and family satisfactions
with nursing care.

C i ich's (1993) ical model on patient

also hig the i iating role played by critical

nursing events. The proposed model depicts the interaction of the nurse,
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patient, and organizational environment along a “critical juncture continuum”.
Critical events may resuilt in a general level of dissatisfaction with care that may

be maintained for an indefinite period of time. Although the author stressed the

of using itative data to g te i i derived theories to

guide il for itoring patient sati ion, the

model was derived from conceptualizations based on a review of research

findings reported in the iiterature.

With an i ing is placed on ing patient (ie.,
functional status, general well-being and satisfaction with care) and the effects of
organizational structure and technical and interpersonal processes, one group of
researchers launched an extensive program to address these issues. Tarlov,
Ware, Greenfield, Nelson, Perrin, and Zubkoff (1989) designed a two-year
observational study to investigate the impact of systems of care (e.g., prepaid
group practice form of Health Maintenance Organization, clinician specialty, or
physician’s interpersonal and technical style) on variations in patient outcomes.
Perceptions of health outcomes and satisfaction with care were examined in a
sample of patients (N = 2349) diagnosed with hypertension, diabetes,
depression and coronary heart disease. One important offshoot of this project
was the establishment of a Medical Outcomes Trust to facilitate development of
reliable and valid instruments to measure patients’ perceptions of health and

health care outcomes (Paget & Tarlov, 1996).
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Satisfaction with Care (ESRD
It has been argued that the degree of success of any ESRD quality

program is by such as quality of life, mortality,
morbidity, access, and patient satisfaction with care (Levinsky & Mesler, 1994).
However, a comprehensive review of the literature on patient satisfaction with

ESRD in general and ialysis in parti a lack of

conducted in this specific area.

Ellwood (1988) defined outcomes management as “a technology of
patient experience designed to help patients, payers, and providers make
rational medical care-related choices based on better insight into the effect of

these choices on the patient's life” (p. 1551). Kurtin (1995) recommended using

report cards to quantify and indi of (e.g., patient

in order to iate claims of providing high quality care,
whereas, Van Valkenberg and Snyder (1994) suggested that resources be

earmarked for areas showing the greatest potential for achieving patient-based

(e.g., patient sati ion, quality of life, and rehabilitation).

Other researchers have noted that patient satisfaction with care,

ir provider istics, among others, remain
unexplored areas in ESRD research (Meyer, 1995). Although controversy

surrounds the inclusion of total patient experiences as an outcome

its i has been ized by several
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(Ellwood, 1988; Lohr & Schroeder, 1990; Meyer, 1995; Paget & Tarlov, 1996;
Tarlov et al., 1989). A conducive mechanism for listening to patients subjective
experiences would facilitate the identification of the aspects of care that may
enhance or destroy patients’ experiences with ESRD.

Some researchers have used a ination of itative and

toi { it ion with care in hemodialysis patients
(Ferrans, Powers, & Kasch, 1987; Gurklis & Menke, 1995). Ferrans et al. (1987)

used a descriptive-correlational design to explore the relationships among

satisfaction with care, quality of life, and i ina

selected sample of hemodialysis patients (n = 416). The Satisfaction with Care
Questionnaire was used to measure satisfaction with physician and nursing care,

dialysis treatment, and financial and transportation implications. Quality of life

issues (i.e., health and ionit i i ical/ spiritual, and
family) were measured by the Quality of life Index. The researchers reported
that both instruments had good reliability and validity. Study findings indicated
that patients were quite satisfied with health care overall. In addition, the total
satisfaction with care score depicted a significant, positive correlation with the

total quality of life score and each subscale score; and education and time on

dialysis surfaced as signif i of overall sati ion with care.
Fukunishi (1993) explored satisfaction with hemodialysis therapy and

desire for transplantation among a sample (N = 275) of Japanese hemodialysis
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patients. F i of kidney ion were ined in
aged (i.e, =60 years) and non-aged (i.e., <59 years) groups. Although study

results demonstrated a high degree of satisfaction in both groups, complaints

were noted i ints on time, ics, etc. The study was limited
by the fact that patients who were on dialysis less than two years were excluded
from the study. Further, it is unclear how culture influenced the responses to the

questionnaire.

Summary

Quality of care delivery in ESRD programs has been guided for the most
part by outcome measures such as mortality, morbidity, and adequacy of
treatment. Other indicators of quality care such as patient satisfaction with
ESRD programs have received limited attention. The growing recognition of the
limited usefulness of focusing on the technical aspects of care as opposed to the
influence of the effects of the illness and treatment on the whole person has
sparked greater interest in finding ways to monitor and improve quality of care.

In order to provide optimal quality care and promote quality outcomes, it is

imperative to know and, more i patients' ions of

treatment effectiveness and the extent to which care has been delivered in an

effective and efficacious manner. Further, It has been argued that, in order to

achieve quality izations must ensure physical and
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human resources, reduce the gap between provider and patient expectations
and values, and invest in both the technical and interpersonal skills of front-line
workers (Bauman, 1991; Bliersbach, 1988; Cleary & McNeil, 1988; Donabedian,
1988a, 1988b; Greeneich, 1993; Jirsch, 1993; Larrabee, 1995; Marr &
Greengarten, 1995; Meyer, 1995; Paget & Tarlov, 1996; Peters, 1991, 1995;
Tarlov, Ware, Greenfield, Nelson, Perrin, & Zubkoff, 1989; Taylor, 1995;

Williams, 1994; Young, Minnick & Marcantonio, 1996).

Discussion
The review of the literature identified key factors which influence

adjustment to ESRD and | ialysis (ie., ings of iliness and

treatment, formal and informal social networks and sources of support, loss of
self and struggling to find a new self). However, there is limited understanding
about their independent and interactive effects on the quality of outcomes.
Greater attention must be given to the meanings of patient experiences at all
levels of interaction, internal and external to the health care system, in order to
grasp the significance that personal and situational factors play in shaping quality

outcomes.

and study limitations (design, content validity

and psy ic validty of il may have i to the

inconsistent findings found in the literature review of the relationship between
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stressors, coping, quality of life, and supports. Concern has been raised about
the reliability and validity of some of the instruments used to measure these key
variables affecting ESRD patients. The small sample sizes coupled with the
inclusion of patients on hemodialysis and CAPD in a number of studies reviewed
reduce the significance of the findings. Based on study findings these two
patient populations seem to differ in their experiences with stressors, use of
coping methods, quality of life, and perceived quality of supports.

Quality of care is a continuously evolving concept for persons living with

chronic iiness. Further, quality does not aiways translate into positive outcomes

for the ically ill. To date have not p a clear picture of
what it really means to live with ESRD and hemodialysis treatment. In order to
capture the meanings ascribed to illness and treatment it has become vital to
explore all factors which shape ESRD and hemodialysis treatment meanings.
How a person experiences interactions with the health care system is
significantly shaped by the evolving meaning of illness and treatment and the

pervasiveness of self redefinition. Although iliness severity and the effectiveness

of ical support are i factors il i the lif
also that adj to illness icity, the of
others, of regimes, and the tension between

desired and expected and the actual treatment outcomes exert a powerful

impact on the quality of outcomes.
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CHAPTER Il
Methodology
A qualitative research design using a grounded theory approach was
used to explore patients’ experiences with ESRD and hemodialysis treatment
and to identify the meanings and significance of critical events for patient
satisfaction with care. The constant comparative method of analysis was

used to discover and describe conceptual categories present in the data. As

potential { ips between the major ical constructs were tested
within the data, a substantive theory began to emerge. This chapter provides
an overview of the research design, sample, interview schedule, procedure,

data analysis, and ethical considerations.

Research Design
Grounded theory is an inductive process which may be used to
generate either a substantive or formal theory. This research approach was
developed by sociologists Glaser and Strauss (1967) and later refined by
Glaser (1978, 1992), Chenitz and Swanson (1986), and Strauss and Corbin
(1990) to facilitate greater understanding of human behaviour and
interactions. Glaser and Strauss (1967) defined a substantive theory as that

fora ive, or irical area of sociological inquiry.

Examples of a substantive theory include patient care and race relations.
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Formal theory is developed for a formal, or conceptual, area of sociological
inquiry. Examples of a formal theory include stigma, deviant behavior, formal

and socializati iologists and ists have used

the constant comparative method of analysis to generate substantive theory
in areas with limited research, as well as in well-researched areas, in order to
shed new light on key constructs/variables.

A minimal review of the literature focusing on patient satisfaction with

is was at the beginning of the research process. To

avoid making pre-judgments, a more in depth literature review was done after
data analysis was completed to define selected concepts (i.e., emerging
categories guided the subsequent search for relevant studies), identify
previously published studies focusing on the emerging concepts, and fill in
gaps in the emerging theory.

Grounded theory involves the simultaneous collection and analysis of
data. Theoretical sampling is the dominant method used during data

This form of ing involves the delil selection of study

participants based on their knowledge of the area of interest and the needs of
the emerging theory (Morse & Field, 1996). Thus, the ongoing thematic

analysis i the type of i used with study participants.

Glaser and Strauss (1967) used the term categories to describe

groups of events or situations with similar attril The istics of a
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category are termed properties, whereas incidents from the data that are
used to define category properties are labelled descriptors. During data

analysis all pieces of data are compared with other relevant data from the

transcripts, field notes or tape i Al ipts are line by
line and open codes, based on participants own words, inserted into relevant
margins. This form of coding helps reduce researcher bias. The codes are

assigned to similar or dissimilar themes, ideas, thoughts and/or perceptions.

common ibed by ts are allotted
descriptive labels.

In the second stage of analysis, the researcher collapses the open

codes, without altering the it if concepts, into key properties which are

aligned with i ies. The ion of i (ie.,

grouping and ing of indi i from the data), properties and
are for validity and reliability. As the

descriptors and properties defining each category approach a saturation point

theoretical sampling ceases. , as properties and ies are

further refined, it i ips between the ies are prop: anda

clear delineation of the major constructs and relevant linkages become

apparent.
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Sample

The target population (N = 70) was all patients receiving hemodialysis
at a university teaching hospital in St. John's, Newfoundland. Forty-four
potential subjects for the study met the following eligibility criteria: on
hemodialysis for a minimum of 12 weeks; mentally competent - able to
understand the interview process and study purpose, and give informed
consent to participate in the proposed research; fluent in the English
language; 19 years of age and over; and not experiencing an acute illness
episode (e.g., acute renal failure and under critical care services) and/or
significant decline in health status (e.g., terminal phase of dialysis,
psychological maladjustment). Of the 44 eligible patients 36 (81.7%) agreed
to participate. The reasons varied for refusal but the researcher was not
provided with this information.

Although qualitative research generally requires much smaller sample
sizes (Morse, 1996), higher numbers were initially projected for this study for a
number of reasons. First, it was important to identify when critical events
were most likely to occur for patients during the hemodialysis cycle. Because
of the limited knowledge on how critical events may affect perceptions of care
quality or satisfaction with care, it was necessary to recruit participants at
different time periods in the hemodialysis cycle (i.e., less than one year, one

to three years, three years or longer). Second, it is possible that socio-
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demographic variables (e.g., age, gender, social supports) may also impact
satisfaction with hemodialysis therapy. If any of these variables were found

to exert a signi i on pic then greater sample numbers

would have been needed to account for the observed variations. Third, a
long-term objective of the larger study was to develop a reliable and valid
instrument to assess patients’ perceptions of their experiences with ESRD
and hemodialysis treatment. In order to meet this objective, sufficient data

were needed to generate representative items for empirical testing.

Procedure

Potential ic were i ified through ion with the

Nurse Manager of the Division of Nephrology at the Health Sciences Centre.
Patients were approached by the nurse manager during a scheduled
appointment to briefly explain the study and ascertain their willingness to be
approached by a member of the research team for a more in-depth overview

of the study. Those who indit an initial willi to partici were

while ivi ialysis. The study was explained more fully
at that time, and a copy of the informed consent (see Appendix A) given to
potential participants to reflect upon between scheduled treatments.
Subsequent contact was made to address any questions or concemns, and

schedule an interview at a time and place that was convenient for
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participants. Informed, written consent was obtained prior to the beginning of
each interview.

Data collection was undertaken between April and September 1996. A

personal data retrieval i ire (see Appendix B) was on
each participant. Socit ic and il lated data were aiso
obtained during the interview. Semi: i iews, ing 60 to 90
minutes, were audio taped with icil ission, and ina

private place chosen by the participant ( e.g., room adjacent to the dialysis

unit, at home or 's office). The it i were to
facilitate ional flow and capture the of
al logs on pi ptic { and analytical

thoughts were kept by the research assistants following each interview.

Three participants were interviewed in their homes, four a private
office, and the remaining twenty-nine in a private room adjacent to the central
dialysis unit, during their hemodialysis treatment. The dialysis unit was the
most common setting chosen by the participants largely due to the perceived
convenience of combining the interview with the scheduled treatment.
Participants were interviewed following initiation of hemodialysis, generally in
the first hour and a half. Interviews were temporarily halted, from time to
time, to allow for routine monitoring by heaith care providers.

Given the importance of the interview process in eliciting a rich data

53



base in qualitative inquiries, training sessions were conducted with the

research assi prior to data ion. These training ions were

conducted by the principal investigator of the larger study who has an

and iential base in itati h. The

training sessions emphasized the importance of being attentive to what was

being conveyed by the verbal reports, probing for clarifications of participants’

meanings, and being sensitive to i that i
discomfort and/or difficulty with certain topics. In order to reinforce the basic

premises of the training sessions, the principal investigator also participated

in the first 3 to 4 i i with study
A second interview was scheduled 6 to 8 weeks following the initial

interview to confirm interpretive summaries constructed from each

S ipt. Partici were also asked questions on identified

gaps in the data, and to confirm ies and properties. The
second interviews were much shorter, approximately 20 minutes, and were
not audio taped. Each participant was offered a copy of his/her interpretive

summary.

Interview Schedule
The interview schedule developed for this study was designed to

explore key aspects of study participants' experiences with ESRD and
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(see Appendix C). Open-ended questions were

based on relevant literatt insights and i from

clinical experiences of physicians and nurses, and themes generated during
the interviews and ongoing data analysis. Question content was designed to
generate data on the total illness trajectory (e.g., emotional, physiological,

and p i i to illness, and critical events; perceived

quality of informal and formal supports).
As data collection and analysis progressed, additional probes and
questions were incorporated to test and refine emerging categories, to extract

further i ion from the partici or to seek clarification on issues

discussed. It is important to note that because data collection and analysis
occur simultaneously in qualitative inquiries, it was impossible to anticipate all
possible questions/probes ahead of time. Further, some participants were
better informants than others (e.g., ability to recall and relate experiences).
Thus, there were variations in terms of the numbers of probes and/or

questions required for any particular interview.

Data Analysis
The constant-comparison method was used during data collection and
analysis (Glaser & Strauss, 1967). Taped interviews were transcribed

verbatim within 48 hours and checked for accuracy by research assistants.
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During data transcription listening to the ici tape recorded i

the ing of the total i of living with
ESRD and hemodialysis treatment.
Following transcription of the interviews and accuracy checks, the
constant-comparative method of analysis was applied to the first 15 data sets

by two working ii The first stage of analysis

focused on interpreting the meaning of words and sentences through reading

and ding each ipt. This involved i ifying indic for words,

phrases or and assigning codes to themes. A meaning

context was then sought by forging determinate relationships between and

among codes. This a multi-layered ification system of major

and i i i and indi This period

was followed by ongoing debriefing sessions to clarify themes and emerging

This time with the data was intensive,

resulting in multiple revisions of the initial ies and their properties and

thematic descriptors (eight drafts). The cading team eventually agreed upon
3 conceptual categories with variant numbers of properties and indicators.
Although a sample size of 40 to 50 was projected, theoretical sampling
indicated that common themes were emerging from the ongoing data
analysis of the first 15 to 20 transcripts. Category saturation (i.e., no new

data emerging) was achieved following analysis of 30 data sets. At this point



in the analysis, the ical model (i.e., { and linkages
between them) was beginning to emerge from the data. However, the team
wanted to ensure that all of those who had indicated a willingness to
participate were given an opportunity to share their views. Data collection

was stopped after thirty-six i to finalize ies and

properties.

Reliabili 1 Validi

Reliability and validity are not generally addressed in grounded theory.
Rather, reviewers of qualitative research tend to focus on the credibility of the
study. However, researchers have identified the need for evaluative methods
to enhance the rigor of qualitative research (Hinds, Scandrett-Hibden &
McAulay, 1990). In the current study, three steps were taken to enhance the
reliability and validity of findings.

First, the credibility and accuracy of the classification system was

by subjecting it to ination by il

experienced in using the constant-comparative method of analysis. This

resulted in ing properties and ies into a more it ious set
(i.e., 10 to 7 categories, and 48 to 36 properties) and to descriptor labels
being added to differentiate meaningful divisions within properties. The
revised classification system was further refined by the research team before
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proceeding with recoding of the data. The raters/coders worked to ensure

that the ies, their properties and i were ive and had
minimal overlap.

Second, the data suggested that "critical events" could potentially exert
a powerful and long-term impact on the value patients’ place on hemodialysis
treatment. Critical events were defined as experiences that created a deep
and lasting impression, and may instigate a “turning point” by altering the
patient's entire attitude towards his/her treatment. Because many of these

critical events surfaced as descriptors defining the properties comprising

different ies, each ipt was perused to

single out those events that appeared to be crucial to the integrity of

ility and validity were assured by having two

of each

and achieve consensus on the final version. Participants were then given an
opportunity to read, or receive a verbal presentation on their interpretive

summaries. The focus of this stage of analysis was not only to receive

onthe of ies and their properties,

but also ine the weight and ir attached to critical events by

study icil Al icil their i

adding a further element of credibility to the findings.
Third, the initial 20 data sets were recoded with the revised
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system. Dif ies with i i i to

impede the coding process. It became readily apparent that certain

had ings but from slightly different perspectives.

Further di ions between the i ing team and the

research team collapsed the categories from 7 to 3 and the properties from
36 to 18. In the final phase of analysis all data sets were recoded with the

revised classification system, and an interrater agreement of 95% achieved.

Ethical Considerati
Approval to conduct the proposed study was requested and granted by

the Human igation C i ial University of

(see Appendix D) and the Research Proposal Approval Committee of the
Health Care Corporation of St. John's (see Appendix E). All potential
participants were given an explanation of the study purpose and voluntary

nature of their participation. Informed, written consent was obtained

prior to ing the interview. Appropri; were
taken to ensure that confidentiality of all data was maintained. All tapes and
transcriptions were coded, and kept in a secure place. A log of names and
matching codes was stored in a locked filing cabinet, accessible only to the

research assi: and principal i d who were part of

the participants treatment team did not have access to taped interviews,
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or any other il ion that could ially identify the patient
as the source. Participants were also informed that all information collected
would be described in a manner that would prevent identification of the
source, no direct benefits were anticipated, and they were free to withdraw
from the study at any time. This study had no identifiable negative

consequences for those willing to participate.
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CHAPTER IV
Presentation of Findings
Study findings are presented in three sections. The first section presents
a brief overview on key demographic and illness-related characteristics of the
study sample. The second section ibes the i (ie.,

redefining the self, quality of supports and the meanings of iliness and treatment)
that were generated from an analysis of participants’ transcripts. The final
section discusses the interrelationship between the constructs and proposes a
model to depict the total patient experience of living with ESRD and
hemodialysis. When forced to separate out the various themes describing the
total experience, one somehow violates the complex and rich context of

individual experiences.

¢ istics of the Sampl
This section presents a iptive profile of study particiy The target

population (N = 70) was all patients receiving hemodialysis treatment at a
university teaching hospital in St. John's, Newfoundland. Of the 44 eligible
patients 36 (81.7%) agreed to participate. The study sample was equally divided
by gender, with the majority married (69.4%). The mean age was 57 years, with

arange of 19 to 87 years. Table 1 summarizes selected sample characteristics.
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Table 1
Characteristics of Partiipants (N = 36)

Characteristic n %
Gender

Male 18 50.0

Female 18 50.0
Age in Years (M = 57.08; SD = 18.21)

<35 6 16.7

35-49 4 1.1

50-65 15 416

>65 1 306
Marital Status

Single 6 16.7

Married 25 69.4

Separated 1 28

Widowed 4 1.1
Employment Status

Employed 2 56

Unemployed 3 8.3

Retired 19 528

Ceased work due to illness/treatment effects 12 333
Financial Concerns

none 25 69.4

minor 1 28

major 10 278
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Table 2
lliness-related Characteristics (N = 36)

Characteristic n %
Primary Renal Diagnosis
Glomerulonephritis/Autoimmune Diseases 13 36.1
Polycystic Kidney Disease 2 56
Diabetes 7 19.4
Congenital/Hereditary Renal Disease 2 5.6
Renal Vascular Disease 3 8.3
Other 9 25.0
Length of Time on Dialysis (M = 2.66; SD = 3.24)
<1 year 15 417
1-3years 1 305
> 3 years 10 27.8
Number of Comorbid llinesses
0 5 13.9
1 12 333
2 1 306
3 3 8.3
24 5 139
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The primary causes of renal failure were glomerulonephritis/autoimmune
diseases (36.1%), diabetes (19.4%), and other conditions (25%). Compared to
Canadian Institute for Health Information (CIHI) 1995 statistics the study group
had a higher percentage of patients with glomerulonephritis/autoimmune
diseases as a primary cause of renal failure (i.e., 36.1% versus 15.9%) and a
lower percentage of diabetics (i.e., 19.4% versus 26.8%). The majority of
participants (52.8%) in the current study reported two or more comorbid

conditions including diabetes. Significantly, the CIHI 1997 report indicated that

the presence of 2 or more i itions (e.g.,

cardiovascular disease but excluding diabetes) decreases survival time for all

renal i As of D 31,1997 nine of the
thirty -six participants had died, five with two or more comorbid illness excluding
diabetes.

Most subjects were either retired or had ceased working prior to dialysis
due to a chronic illness (86.1%), and lived with a supporting adult (88.8%). The
average length of time on dialysis was 2.66 years, ranging from 3 months to
12.25 years. Travel time to the dialysis unit ranged from 4 minutes to 5 hours (M
= 43.3 minutes), with 66.7% of subjects travelling 15 to 20 minutes. The average
time for each dialysis was 3.65 hours, ranging from 2.5 to 4.5 hours, and the
majority required treatment 3 times per week (80.6%). A descriptive summary

of ill lated variables is in Table 2.
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. ith ESRD tialysi
The interview transcripts provided a rich data base on participants’

experiences with ESRD and hemodialysis treatment. This section presents a

detailed di ion on the i d ition of self,
quality of supports, and the evolving meaning of iliness and treatment) generated

from the thematic analysis of study data.

Redefinition of Self
As icil ' were with the inties and di of
illness and i they to adjust to an emerging “new

normal”. Understanding and accepting potential benefits from engaging in

health-seeking behaviours (i.e., lifestyle modification and seeking medical

treatment) are not always easy to iate when one is exp:

unpredictable illness episodes of varying acuity. The ups and downs of a chronic

illness pose threats to the physical, emotional, psychological, and social selves.
The redefinition of self category emerged from participants' descriptions of

and i ioning in to variable heaith states

and the personal adjustments made to facilitate acceptance of this new sense of

self. Adapting to a new normal it of the i psy
adjustment to illness chronicity, the routine and effects of treatment, and lifestyle

restrictions. While adapting to a new normal, the majority of participants
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assumed the burden of decision making (i.e., accepted body readiness/chose

among options, i control

responsibility for self-care, weighed the odds). The key properties and
descriptors included in the redefinition of self category are presented in Appendix
E

Emotional/psychological health. The data suggest that most

were not for the signif changes iated with

commencing hemodialysis. This was true whether they saw themselves as
being in geod health, or experiencing an acute illness episode or chronic illness.
The early weeks and months were marked by periods of emotional upheaval and
lingering doubts about the future as participants strived to achieve a new sense

of self while on a journey plagued with inty and i and

dilemmas.
Some participants referred to a “loss of self’. The sadness and despair

which resulted from a ived loss i with a old self and

the emergence of a new self was expressed in the following statement by a
young woman struggling to achieve some balance in her life: “I don't feel that I'm
the same person | was two years ago. | mean that person is gone.” This
participant's negative image of self-worth was captured in such descriptives as

feeling helpless, ili and

The experience of losing control over kidney function and becoming
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dependent on the dialysis machine undermined the sense of security about the
self. While notable improvements in health and well-being became a positive
force facilitating acceptance, declining physical health and reduced benefits from
dialysis posed significant barriers. One man described his struggles adjusting to
a new self: ‘I mean | got no strength in me like | used to . . . . It's in my mind that
| would like to do something but | can't hold up to it . . . . So it's an awful
challenge, it sure is.” Another man talked about the difficulties accepting
reduced benefits from treatment and adjusting to a significant decline in physical
heaith: “I can't walk any distance . . . . The last year or so it's worse . . . . Oh,
them first years, like | said, number one, | didn’t mind it a bit." A number of

women arti similar i i ies in trying to adjust to diminished

activity One woman on the losses and

changes: “Now | have to stay home all the time . . . . My neighbour lives just in

the road . . .. | can't even walk as far as her place, you know. It does change

your life.” For these particip it became an i struggle to maintain a
positive sense of self in the face of significant physical losses.

Others were to find a f-fit” between the “old self”

and the emerging “new self’. A number of participants’ clearly articulated how
they had constructed a meaningful context for the reduced lifestyle imposed by
illness and treatment events. One man described how he was adjusting to

physical limitations imposed by the iliness and treatment:
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And | guess to an extent | still feel great. But | am not able to do the
things that | used to do . . . . I'll tire out quicker now . . . . But | mean if |
pace myself | can go all day.
This man was able to conquer anxieties and lingering doubts by deriving
satisfaction from the things that he could still do. Another middle-aged, seif-

man also ized and instituted y changes.

| had to move my mind off an individual who was high energy and had no

health problems, to one who was high energy with some health problems.

... | didn't have that drive I've aiways had all my life. . . . And | wasn't able

to carry out those things that made me what | am.

Several participants talked about the emotional struggles/dilemmas
involved in trying to maintain a positive attitude towards the illness, accepting
treatment restrictions and coming to terms with the illness, and dealing with the
uncertainty of treatment effects on heaith and quality of life. Maintaining a
positive attitude was a commonly identified coping mechanism. One middle-
aged woman described the important role that a positive attitude played in
facilitating adjustment and a sense of normalcy:

But | don't let it, you know. Like | don't stay awake at night worrying that

tomorrow | have to come in for dialysis. And | didn't stay home from my

vacations because | had to go on the dialysis machine, right . . . . Itry to
have a good attitude about it.
One patient experiencing positive effects from dialysis explained why he had no
difficulty accepting this form of treatment: “There is nothingyou cando .. ..|
know its going to help me . . . . Keep me alive. | might as well take the

treatment.” Some participants viewed dialysis as giving them a new lease on life.
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For those who continued to experience improved health, it was much easier to
maintain a positive attitude towards dialysis: “If you were sick, dialysis is the most
comforting thing that you could ever do.”; “And when | come in on dialysis, it
does me great. | come off dialysis | feel about ten times better.”

The cyclic changes in physical health (i.e., periods of wellness versus
deterioration) eventually began to take their toll on the emotional, psychological,
social and spiritual aspects of the self. As feelings of ill heaith came to dominate
the lived world, it became more difficult to maintain a positive attitude: “l want to
live as long as | can. But when you get that sick, you come to the point that you
can't. You know, what is the point?” Although fully aware of the consequences

of not ivi (ie., joration of health, eventual death) some

participants voiced skepticism about the benefits derived from treatment. This
perspective was expressed by a woman who was experiencing deteriorating
health and finding dialysis physically and emotionally draining:
I'm sure if | went for a week without dialysis that | would be very sick . . . .
But | don't feel that coming three times a week for dialysis has improved
my health . . . . If anything it has made me a lot worse.
Still others lived in hope of a better tomorrow: “That's all. Waiting and hoping
that I'l get a call [for a transplanf] someday.”
Adapting to new normal, Adapting to the new normal was defined in
terms of the physical, emotional, psychological and social changes occurring
within the person with ESRD. The movement from the remembered “old self’ to
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the “new self” represented only one side of the coin. The new normal was also

as the person became more or less

with illness icity and effects.

As participants began to settle into the role of a person with a chronic

iliness, some exp! inty about benefits and its implications
for their overall quality of life. Partici were also b gly
aware of changes in activity One man a dimini ability

to do household or work-related activities:
First along it [dialysis] didn't bother me in the least. But after | was on for
a while | began to feel the effects of the work I did . . . . it started to take
its toll. | couldn't do the things that | used to do before.

Another man made the following comment: “I don't know how much time | got

left. Things are not getting any better. My system is starting to break down.”

Besides the alterations in physical health, participants described the

ychological di i justing to critical events experienced while
on dialysis. One woman summed up her experiences with access site, cramping
and hypotensive problems, and delays in getting on the machine thus: “You have
to learn to have a lot of patience, you know.” Another man who experienced
ongoaing problems with dialysis made this comment: “So you accept it and there's
no use complaining and moaning, you know. You just live one day atatime. ...
| don't see any other way out.”

Although participants were aware of the limited choices with dialysis as
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the only available option (i.e., “Iit's something you know you got to do."), the
passage of time did not always alleviate the frustrations of adjusting to the
routine and lifestyle restrictions. Participants either learned to accept the routine
of dialysis or reject it, found it difficult or easy to relax on dialysis and non-dialysis
days, or adjusted to or resisted lifestyle restrictions. One man who had been on
dialysis for over ten years identified what frustrated him most:

It's a routine you get into . . . . The only thing that bothers me is what |

can't do because I'min here . . . . It disrupts my day . . . . My lifestyle is
really restricted.

Another man who was on dialysis for two years commented on how lifestyle
restrictions affected his quality of life: “The biggest change, | would say that
anyone would have to make, is in the quality of your life . . . . You can make it
easy or hard for yourself." One young woman who had been on dialysis for only
seven months articulated how easy it could be to give in to the emotional,

and physical of the iliness and treatment: “Oh, you can

give up over there [dialysis unit], you can give up real easy. But you got to keep
going.” However, she did acknowledge that it was best to fight the illness and
come to terms with its restrictions.

For some ici justing to and ling the regimen

remained elusive. One woman who had been receiving dialysis for about sixteen

months ibed her

Usually when | go on the machine I'm quite cheerful and talking to the
nurses and the patients and within a half an hour I'll start to get upset and
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very, very (pause) um, like | can't settle down. Like my legs are moving
and my hands are moving and | have to sit there and | have to sit still
because I've got two needles stuck into me and | can't be moving around
atall.

Another young woman who had been on dialysis for eight months following a 10-

year reprieve (i.e., kidney transplant) feit that she might never

emotior i adjust to the “I don't think you do adjust to
it [hemodialysis] really. You're just waiting for the moment that you can leave
and not come back anymore, right.”
Other participants seemed to be more accepting of treatment demands.
One man who had been on dialysis less than one year while waiting for a kidney
transplant expressed comfort with the routine:
They get the needles all set up and | get organized for four hours and |
read my Globe and Mail. | read my book. | listen to my music. | eat. |
have my meal. | chat with everybody. They take me off and out | go and
go home. It's just to me, it's a meeting. . . . It's booked, | do it and just go
on again.
For others, the passage of time was the only thing that helped them adjust to
treatment demands. One man who had been forced to retire because of

negative illness and effects indit how signil lifestyle

restrictions, crushed hopes, and diminished quality of life delayed his acceptance
of dialysis treatment: “It tock me a few years before I got used to it.”

In the process of adapting to a new normal, participants strived to retain
some sense of control by assuming the burden of decision-making. This
component of adapting was reflected in the degree to which the person
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control ibility for self-care, weighed the

odds, and chose among treatment options. One man talked about his attempts
to maintain some semblance of normailcy in his life: “This might sound funny but |
try to let it not control me.” Others perceived the need to be vigilant (i.e.,
monitoring nursing and medical care) and involved in self-care activities. The
importance attached to self-care responsibility was reflected in the following
comments: “And if | get a nurse who is not that familiar with me, I'll certainly fill
them in at the beginning, you know. | feel that I'm doing that to help them as
much as me.”

Most patients struggled with weighing the odds at some point during their
illness trajectory. For example, one young man explained:

I'm trying to put my odds together, what's best for me (pause) to have this

transplant or not to have it. I'm afraid | could end up quite sick again and |

don't know if mentally | could handle it again.
Others were able to weigh the odds, choose among treatment options, and

control One woman dit how she

control of her health care by actively participating in treatment decisions:

... the girl here in the unit she came and talked to me about home
dialysis but | wasn't really interested in it. | had talked about it with my
family doctor before and he recommended . . . . Hemo because of the
situation | was in with my bad heart. So | had it in my mind regardless of
what anyone said. | wasn't taking home dialysis . . . . | had more of a
relaxed mind . . . . To come in here . . . . Because what are you going to
do if you get in trouble at home with your blood pressure or anything else?

As time on ialysis passed and to fellow patients
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experiencing varying levels of acuity increased, some patients’ developed a

sense of that declining health and eventual death

occurring sooner rather than later was a reality. One woman who had been on
dialysis for four years and was experiencing a decline in physical health
expressed a desire to provide an advanced directive to those involved in her
care: “That's why | said that | don't want to be dialysed when they [health care
providers] are not making me any more comfortable than some of these patients
that have been out there.” Another man maintained control by remaining
steadfast to his conviction that he would decide, ultimately, whether to continue

to receive dialysis or not - he would have “the final say”.

Quality of Supports
Quality of supports is a multi-dimensional concept which is constantly

being appraised by persons living with ESRD. The person on hemodialysis is

being in respt to ived illness
(i.e., improving or worsening health status) and others' reactions to the new self.
The quality of supports category emerged from participant descriptions of their
experiences with informal (family, friends, fellow patients) and formal supports
(nurses, physicians, other heaith care providers).
From the perspective of family and friends, the person moves from being

independent and valued for what s(he) does, to someone with a chronic iliness,
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who is becoming increasingly dependent upon others. Equally important
members of the informal support network are fellow patients. The social world of
the dialysis unit is both a source of emotional support and emotional turmoil (i.e.,
exposure to variable health states, critical events, losses through death). From
the perspective of formal supports, changing perceptions about quality of care

reflect a from initial ions based on past with the

health care system (good or bad, long or short) to current views shaped by
variant and similar experiences with different nurses and physicians in the
hemodialysis unit.

Informal supports and nursing and medical care effectiveness were the
dominant properties defining the quality of supports category. The key
properties and descriptors included in this category are presented in Appendix F.

Informal supports, Perceptions about the amount and type of support
provided by family, friends and fellow patients, and the impact of the iliness and
treatment requirements upon others (i.e., spouse, family, friends), and efforts to
protect them from the burden of care, emerged as important themes shaping the

property of informal support roles. The tremendous value placed on the

provision of { support and is captured in the following
statements:

Like if he [husband] hadn't been there when | was sick | wouldn't have
madeit. . .. He was the fellow that was keeping me going.

| think I'm lucky. | count my blessings. Because | have such a wonderful
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family.

The willingness of others to maintain relationships and provide overwhelming
caring and interest surfaced as an important force facilitating comfort and
acceptance of the illness and treatment. This aspect is reflected in the following
statements:

I don't know. She always caims me down. Like if anything happens, just
talking to her makes me feel better. Me and mom were always close.
She gave me her kidney.

Weil, all the family is there. I'm not left alone and they're coming and
going all of the time. And then if they want to go somewhere they want
me ta go with them. There's really never a dull moment around home that
kind of way. It's not like | have to go home and stick in the corner and
don't see no one. We have another crowd coming once a week, and we
play cards and all this sort of stuff. So, | look forward to that. That breaks
up the time.

The maijority of participants also described how family and friends

assisted with ion and chores, i activities and changing health

states, and sought i ion about and

treatment options. Without assistance from family and friends, many participants
would have found it difficult to cope with the demands of daily living (e.g.,
financial, decision-making, etc.).
Oh, my wife and my children . . . . Well they said, ‘You have to go in to
XX's [dialysis site]. If you want to go in, we'll try to get you back and forth'.
... So most everyday now there is one of them in with me or one of my
buddies . . . . they work it out somehow you know.
Like if he [husband] sees a lot of fluid on me, he'll say, ‘Oh my God', you

know, something like that. 'You better watch what you're drinking' or
something like that right . . . . He doesn’t want me to get sick | guess.
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He [husband] went to the library and got all the information on it
[Goodpastures disease] . . . . He [husband] got him [brother] to see what
he could find out about it and send it down to us. His sister in the States,
she sent us a pile of stuffon it.. . . . We did our own research. He's
[husband] like that.

Many participants were also concerned about the potential negative
impact of their iliness on family members (e.g., social and dietary restrictions,

to iliness episodes, time i care giving role, overprotective

attitude, etc.). Adapting to a reduced lifestyle and coping with the magnitude of

the illness were viewed as the greatest areas of conflict and concern. One

young woman described how her illness compromised her parents lifestyle:
Like they're kind of afraid to do stuff . . . . they sold the cabin because

they wouldn't go up there. Because they were afraid to leave me here by
myself . . . . it's kind of limiting their life.

the of signi others, were il
when possible, to help reduce the emotional impact and protect them from the

burden of iving. The following i this effort:

Why should | punish them [family] for something that | have . ... And |

would suggest to anybody on dialysis not to burden their families. You

know try to be as independent as you can and to help yourself.

Fellow patients were also identified as an important source of support.
Many talked about the “family-like atmosphere” in the dialysis unit and the

comfort and support derived from positive interactions with dialysis-peers (i.e.,

ip building, i { and i support). It was obvious that
socializing with fellow patients, the sense of family cohesion and shared
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of i effects p
adjustment to dialysis:

We're all in the same boat . . . . | suppose we're one big happy family to a
point.

All the patients out there are like one family. Like when you come in one
patient worries about the other person.

There was also a down side (i.e., more sensitive to the reduced quality of

life, ility to i events and death) to developing
close relations with fellow patients. Many described the emotional impact of
being exposed to acute illness episodes of others:
1 find it really bad when | see somebody in here who is really sick and
suffering. | find that tortures me . . . | have nightmares about this place
almost every night.

That's the hardest part | believe though, going over there and looking at
the people sick.

Some particip: anil level of and
of the dismal reality that they were living on borrowed time. Others talked about
how vulnerable they felt following the death of fellow patients.

| mean when someone dies, (pause) when it's an elderly person it's not as
bad but when it's someone young and it hits home or that sort of thing, it's
around my age group, | do dwell on that. It happened here a couple of
weeks ago and actually it's still not out of my mind. A young girl died and
it was her first dialysis and it just happened. My life flashed in front of me
and it's still on my mind. | can't stop thinking about it for some reason.
And | had a friend that was on dialysis, XX. And when she died | thought |
died too, that sort of thing.

Then you start thinking about yourself then, how much time you got left, |
still think about it.
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You feel miserable. Leaves you with a miserable feeling.

Eormal supports. Early in the ialysis cycle limited of

the dialysis machine and potential problem areas, as well as heightened anxiety

levels and emotional adjustment difficulties, impeded clear differentiation
between good and poor quality care. Participants viewed the roles of doctors

and nurses dif (i.e., satit ion with ici was i by their

when p d, whereas, with nurses it was their constant
presence and ease of access).

Nursing care effectiveness surfaced as the dominant property in the

quality of supports category. Patients’ iptions of dialysis
highlighted the importance attached to nurses’ technical and interpersonal

competence. With regards to i most indi that they

were comfortable with nurses’ skills and clinical judgments and the amount of
attention given to individual needs and variable health states.

... if they [nurses] see a change in you, they know right away. Once they
get used to you, they can tell.

Well, you know they [nurses] would come over and check me a little bit
often, more often . . . . And they would introduce themselves . . . very

nicely.
Anything goes wrong they [nurses] are there to help you. They're right on
the ball.

However, some partici indi that not all with nurses were

positive. One woman described her experiences in this manner: “But the
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younger girls they're not so good at it [needling dialysis access site] because |
suppose, they're not experienced.” A second woman felt that the nurses did not
always respond in a timely manner when she became sick during a dialysis-run:
“If you feel sick, or you know, they mightn’t be there right when you want them.”
Another man complained about nurses who performed their duties carelessly:

“It's like, | think, it's not watching everything close enough, right.”

With respect to i the ive and caring
approach displayed by nurses was often seen as a major force enhancing

comfort, reducing anxiety and inty, and fostering

adjustment to dialysis. Nurses were valued for demonstrating a caring attitude,

and of illness and regimes,
accepting a patient as a person and providing comfort measures. One elderly
man described nurses supportive and caring manner in the following manner:
And | can assure you that they [nurses] care about you as much as
anyone could . . . . if you got real problems and you are taking a beating
like, you know, they do it with a tear in their eye.
A young woman who was appreciative of nurses sensitivity to what she had to
endure while on dialysis made the following comment:
1 know everybody has to go through a bit of pain. And one of the nurses
said to me yesterday, ‘You're tough aren'tyou?'. .. . And | said . . . . ‘We
got to act tough, if we don't act tough . . . . Nothing will keep us up." And
she said, ‘You got to be tough to be going through what you are going
through . . . . Those needles alone got to be tough enough.’ So they do
recognize everything that you are going through, yeah.
Positive comments were also made about nurses receptivity to questions and
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willingness to give time and interest to address concemns. An elderly man
described nurses approachability thus: “I find if you need to talk, or ask them
something, they go out of their way to explain it to you.”

Although most participants viewed nurses favourably, some did express
dissatisfaction with the caring behaviours and attitudes of a few nurses. One
woman made the following observation: “l find that | still need their [nurses]
attention and their affection, and I'm not getting it." Another man commented on
the attitudes displayed by nurses at different times: “It's not because of their
[nurses] inability either . . . . But | just get that uncomfortable feeling.”

As well, many patients i ified the ofa ive work

environment (e.g., limited and cluttered space) and inadequate staffing levels as
significant barriers to the delivery of efficient and effective nursing care. The
following comments illustrate how these conditions influenced perceptions of
quality nursing care:

| don't think any nurse can walk a straight line . . . . | don't think that's
efficient. | think for them that's stress. And that can move its way down to
the patients perhaps . . . . | mean if you got a stressed out staff they can't
be 100%. Now maybe they don't need to be 100% to do the job. But
there are times that you need to be 100% because if things hit you, you
need to be at 100% to react.

But | find that they [nurses] haven't been able to do their job the way that
they could do it because of the cutbacks and under staffing . . . . that does
reflect on patient care but | certainly don't blame them for it.

But they don't have the nursing time and care to give to the patients that
they should have. And they got everybody's life in their hands as far as
I'm concerned . . . . | mean my life is in their hands when | am on that
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machine . . . . And it's not the nurses, | don't blame it on the nurses.

Comments about medical care were also differentiated on the basis of

and i of i For the
most part, patients were confident with doctors’ skills and clinical judgments and
their attentiveness to individual needs and variable health states. One man who

had multiple problems with his dialysis access site was quite appreciative that

the ici were in rectifying the problem: “They done some job
onit. | never had a bit of trouble with it after.” Another man felt confident that

the physicians involved with his care had adequately apprised him of his

for a kidney “They never gave me any guarantee of a
kidney transplant, where | had the heart problem. So there was no
disappointment there. They never built up any hope. They just said that | would
live a more comfortable life.”

Some participants did express dissati lion with ici dit for

their opinions or wishes. One man made the following comment: “And they
wanted to put me on Eprex, and nobody talked to me about my hemoglobin. You

know, there was just no consultation.” A young woman commented on how

her of what was wrong with her: “They
wouldn't listen to me and | knew it was the kidney. And they kept saying, ‘No, it's
not the kidney making you sick’.”

Other partici voiced about the i ilability and
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rotation schedules of physicians assigned to the dialysis unit:

In my experience, you don't see many doctors . . . . Most of them, | must
say, they all know their work, they're all good . . . if you can get them to
come in to you.

The only thing that | don't like
sometimes its not good because they don’( know what happened to you
last week.

| don't see so much of the doctors. But | find them good. You can talk to
them . . . . They do rounds about once a week. They come in and ask
how you are doing and you say, ‘I'm fine." And they're gone again. . . .if
you need the doctor he will come in right away . . . . | must say that they
have been really good. They are only right around the corner.

Particip: i i between the i it of
physicians’ interpersonal skills in terms of whether or not they treated patients as
persons or were willing to promote understanding/acceptance of illness and
treatment requirements. The following excerpts capture some of these
differences:

‘Some doctors are coming around and talking to you and explaining stuff
to you, and more wouldn't give you the time of day.

Who [doctors] think you don't know what you are talking about. You're not
supposed to question.

[pallenf smiles] Most of the doctors are Ok. There are others that are not

. There are some that don't have a good bedside manner. But
other than that | find them good doctors themselves right. For treating
and that. Just their personality | guess . . . . Well some of them are more
abrupt than others. And others take time with you to explain things more.
[pause] . . . . Sometimes they might be busy or something that they can't
getin.

One man identified a defining moment when exposed to a physicians angry
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response following his request for information on the disease process and
possible care options: “His immediate reaction was one that | was intruding into
his area. . . . So he was blustery.”

Critical events were also used to define medical care effectiveness. The

following il the i attached to il aspects of medical

care:

| did about a three or four or five page list of my understandings and
questions. . . . [Doctor] came walking in . . . . ata rapid pace and came
right up to me, and got very angry with me. . . . And said, ‘Who do | think |
am to think that he has the time to sit down and answer all of these
questions,’ and that sort of thing. And | found that a defining moment of
his view of how . . . . things ought to be done. He backed off. .. .1
wanted to see the slides analyzing my biopsy. . . . And so he did take two
or three hours to go over it with me. So it was ok.

Meanings of lliness and Treatment
The complex array of indicators reported by study participants captured

movement along an iliness trajectory from initial diagnosis through current

treatment and health status to i ion of future ibilities and
L ings and i ions of with ESRD and hemodialysis
were shaped by situati (i.e., past i and socio-cultural

factors (cuitural background, values, beliefs), lifestyle changes, and critical
turning points (improved health, iliness episodes, losses). Actions and
behaviours reflected variant understandings about the iliness and the importance

of treatment regimens; knowledge did not always translate into consistent
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behaviours.

Cognitive isal of iliness, cognitit isal of and

and why they are needed versus

to the regil were i themes in the ings of

illness and treatment category. A summary of the important properties and

is
Appraisal of liness. Particip yed variable and

understanding of predisposing illness factors and their severity. Whether

p in Appendix F.

informed about ESRD following an acute iliness episode or lengthy chronic
iliness, the information was often unexpected and for many difficult to
understand or accept. One woman who lost complete functioning of both

kidneys after a short illness her ing of ipitating causal

factors in this manner: “That's [Goodpasture’s disease] what killed the kidneys. |
know a bit about it now because | did a lot of research on it, right. At first | didn't
know if it was fit to eat.” In contrast, a man with a history of chronic hypertension
and progressive kidney disease was also unprepared for the diagnosis of ESRD:
“Oh, | had high blood pressure for 10 or 12 years. . . . | didn't realize it [damage
to kidneys] at all until | got on the machine! . . . . Because, you know, | could use
the bathroom and stuff all the time.”

The i ible changes that a serious iliness and individual

perceptions of these events influence current and future constructions of iliness
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meanings. One man identified a critical moment in time that was intimately

with the cil ing his initial di: is. Lying ona

bed in a hallway without the comforting presence of others he spoke of feeling
very vulnerable and “terribly alone”™

Al this was coming down on top of me. So at that particular moment . . . |

didn't feel very good. | mean | was crying, | was really, really wiped out.

And | was at the lowest end that | could ever be. And (pause) there

wasn't anybody there.
The speed with which some participants had to move from becoming aware of
reduced kidney functioning to beginning dialysis left them with very little time to
place the critical event in a meaningful context: "But | wasn't expecting to come
on dialysis within a month or so. That was an awful shock . . . . it came overnight
tome.” Some never quite adjusted because of the profound changes
experienced in health status:

It was hard to accept because | was never sick a day in my life. (pause)

I'm not one to be sick. And then just like that someone told you that

something different was wrong. It was hard to take. (pause) | can't
spend the rest of my life like this.

The of iliness due to the i ive effects of co-

morbid diseases (e.g., diabetes, cardiac, pulmonary) with ESRD and the

effects of (e.g., lifestyle adj dialysis)
on physical functioning also had notable effects on illness meanings. One
woman who had been quite ill with diabetic nephropathy for an extended period

of time attri the marked i in her health and overall well-being to




dialysis: “l was so sick | couldn’t keep my head up . . . . And it [dialysis] brought
me around 100%. I've been on it now about five months and | feel like a brand

new woman.” Most participants who were aware of a significant decline in their

health looked upon the i of starting

But by the time | got here | prayed to get in here because | was so sick.
Because | came from Coronary Care.

Well, l was deteriorating. Actually when (doctor) told me | couldn't go

| said, ‘Thank | don't think I'm well enough to go”.
. Atthat time | realized that | was going downhill . . . . But still, it was a
disappointment of course.

There were some, however, who recognized a deterioration in their physical
health but failed to grasp the full significance of iliness symptoms. One young
woman articulated this very well.

When | came in that day that they told me that | was going to have it
[dialysis]. They said, ‘Well, you know, you're really sick and your levels
are really up. We don't like for diabetics to get too sick before we start
them. And | was like, ‘'m not sick.” And in the meantime | knew that |
was sick | knew it wasn't normal that | couldn't eat and | was throwing up
all the time. And | was sleeping at least 14 or 15 hours a day. . . . | knew
none of that was normal . . . . | didn't fully understand.

When the initial from feeling i unwell to an imp

or stable state was replaced by declining physical health (e.g., excessive fluid,

reduced energy, i walking dif ies, etc.), illness
were altered significantly with the gradual erosion of newly formed standards for

health and well-being. One man il how his initial i with

feeling physically well contrasted sharply with his current health status (i.e.,
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increased fatigue, pain and breathing difficulties upon walking due to coronary
blockages): ‘I can't walk any distance . . . . The last year or so it's worse. . . . Oh,
them first years, like | said, number one, | didn't mind it a bit."
Appraisal of treatment. Most participants had some understanding of
and their i Limited Ige early in the

treatment cycle often stimulated a chain of events that had far-reaching

implications for the person. One man's iption of his first with
hemodialysis captures his lack of readiness for this experience:
| was wondering if they were going to ship me out to outer space. When |
came in and | saw all of those patients and machines going and noise
making, you know. It was frightening because | was sick at the time too.

With i ing of machine ioning, patients came to view

hemodialysis as a lifeline that either enhanced or diminished the quality of life.
One woman described how she became “more comfortable with it” as her
knowledge increased: “The positive thing is, it's keeping me alive . .. . And I'm
starting to learn a bit about it.” Another lady who had encountered numerous
problems with her iliness and treatment viewed her situation in the following

manner: “You know it seems like | don't get any breaks. Every time they

touch me ing goes wrong . . . . I'm telling you I'm after
going to hell and coming back.” Another patient who felt that dialysis had
compromised his lifestyle (i.e., “l lost all my privileges.”) resigned himself to the
inevitable: “It's either this or the boneyard, one of the two.”



Although most were aware of long and short term benefits and

of

p and could differentiate between feeling

states during and following meaning ions varied

on perceptions about whether the self or others could control negative effects

(i.e., i ing di i muscle ing, itching and

hypotension). One man who fought recommended lifestyle restrictions and

ignored the warning signs of declining physical health for about ten years,

y came to ize the of his

| used to overdo everything and it finally caught up to me. And my heart
got enlarged and that's through too much fluid, and there was 6 or 7 kilos
on me all the time. | used to brag about it. | said, ‘It doesn't bother me
one bit." Not thinking about what it was doing to me inside.

Another participant described her constant battle with the negative effects of

dialysis (e.g., needling, nausea, and how this it her
perception of treatment: “And like a lot of days you get a headache and stuff,
and it's really bad . . . . They [doctors, nurses] can't do nothing foryou . . . .

Cause there's only certain things that they can give you over there [dialysis unif].

- versus doing i the

property in this category, was defined in terms of forces/barriers to acceptance of

illness and i With i ing and

acceptance of ESRD and icipants indicated that they

became more attentive to treatment protocols and modifications or changes, and

technical and iologi Some and
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regimens: “l just cutit out. | stopped eating those things before | went on the
machine, the potassium was there so | just [pause]. Anything with the potassium
in it at all | just hardly touch.” However, for others, there was evidence of a
dichotomous relationship between knowing and doing. For one young man,

cognitive of the i of dietary ictions for buffering

treatment effects and promoting health did not always concur with wants/desires
or actual behaviour:
1 find the fluid part the hardest because | love to drink icewater. And you
know, if you drink too much the next time you come in it's going to be a
harder dialysis for you. You know, your body just can't take it.
Another man indicated that it takes courage to change and adjust when
confronted with ESRD. He also stressed the importance of having adequate

and ing to i lifestyle

changes: “Because if you abuse them things {food and drink] well . . . . | think
there needs to be possibly, a better training, a better understanding, for the
people who are on dialysis.” The implication was that the mere provision of
information is not enough. One man readily admitted why he did not follow
recommended diet restrictions:
... like if you followed that [diet regimen] you'd probably starve to death .
... The wife tried to follow it like the Bible. If you followed it you'd never
get enough money to pay for it. You know what | mean with two different
diets in the house, or three.

To the i of socialization into the dialysis-world one

must come to appreciate how taken-for-granted self-indulgences may become a
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matter of life and death. Despite encountering a number of medical

and “bad” i while on dialysis (i.e., seizures, muscle
cramping), one man was determined not to “let go of” the few pleasures he
enjoyed. His attitude toward the treatment restrictions (e.g., food and fluid) was
that they would not make any difference to his health or the quality of his life:
“There's nothing that can be done about it now anyway. So | mean, the only
thing that | got to look forward to whatever time I got left | got to do it on the
machine.”

Experiences with critical events (e.g., hypotension, actual/potential loss of

access site, etc.) moved individuals to an higher level of self-awareness. Such

experiences were strong motivators helping patients assume a more active role

in managing regir by seeking i iate attention for p from health
care providers, and inquiring about reasons for treatment errors and changes in
health status. One woman commented on how she became more attentive to
variable feeling states and machine functioning following a hypotensive event:
“You must be alert when you are into something like this. You know, you can't
just be careless and not watch things.” Others were able to make the required
changes and monitor the impact on physical health status:

That's probably why my blood pressure hasn't dropped because I'm really

careful about my weight . . . . | do know when | have my limit [fluid] . . . .

And I'm always watching my blood pressure because when my blood
pressure starts to go up that means that | have fluid on.
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Among Th C

The emerging theory suggests that redefinition of self, quality of supports

and meanings of illness and exert i and i ive effects

on perceived/actual quality of outcome (i.e., physical, social, emotional, and

Based on ical insights gleaned from the data,
itis postulated that “critical tuming points” are the common threads intersecting
and joining the theoretical constructs defining a person’s experiences with ESRD

and ialysis. The i i ips among the

constructs are outlined in Figure 1.

Critical turning points result from the meanings attributed to “critical

events” that surface periodically during the i i Critical
events are defined as interactive experiences that may create a deep and lasting
impression. These events may have either positive or negative implications for
the person. Examples of critical events that have a negative impact include
illness-related losses (e.g., renal failure, loss of alternate treatment modality,
declining health status and well-being, etc.), treatment-related losses (e.g.,
access site, travel, time, strength, sleep deprivation, comfort, etc.), loss of
supports (fellow patients, family, friends, trust and confidence in
nurses/physicians, etc.), and loss of old self (e.g., self-worth, sense of control,
independence, social self, financial security). Instances of positive critical events

include physical health gains (e.g., improved functioning, increased stamina,
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high energy levels, etc.), emotional and psychological stability (e.g., positive
attitude, less uncertainty and stress, hope, empowerment, etc.), building
supportive relationships (e.g., fellow patients, family, nurses, physicians, etc.),
and adapting to a new normal (e.g., self-worth, sense of control, independence,
social self, financial security). What is important for the instigation of critical

turning points is the degree to which events, singularly or cumulatively, in one

area i self) infl meaning ions in

another.
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A couple of illustrations might clarify how critical turning points forge

among the i Despite feeling somewhat

scared and uncertain about what hemodialysis involved, one woman assumed a

positive attitude and adjusted to the routine. One si

factor that seemed to facilitate coping was the high value placed on maintaining
a normal life and not letting dialysis gain control. Critical events such as being
exposed to extremely sick patients and seeing others experience a sudden drop
in blood pressure left her with a lasting impression. These experiences made

her more i of her ility for f events and the need to

become more vigilant while on dialysis (i.e., monitor feeling states, timing of
treatment interventions): "I might doze for a few minutes but | don't sleep on the
machine. | like to be awake . . . . But | think my worse fear is getting really sick,
or something, or my blood pressure goes so low that I'll be sick." By trying to
follow recommended treatment regimes as closely as possible and assume
greater self-care responsibilities (i.e., watching diet and fluid restrictions), she
chose to integrate required changes into her daily norm so they would not pose
threats to the self. When one comes to terms with the fact that uncertainty is

inherent in living with the illness and treatment, greater acceptance is possible.

L ive events also critical turning points because the
person may come face-to-face with his/her own vulnerability. Often these events

impress upon the person the need to be more vigilant about changing feeling
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states, healthy behaviors, and the actions of health care providers. The data

suggest that the person who i these events periodit has a greater

psychological and emotional reaction than one who experiences them rarely.
A number of participants who experienced a sudden drop in blood
pressure identified the experience as a critical event. While this is a

physiological event that may be antici or ici ing upon the

track record of the person's time on dialysis, it is also a psychological event that

is i itively first, and { second. The cog!

may attribute responsibility to the quality of formal supports (i.e., removal of too
much fluid or its removal too quickly during dialysis, malfunctioning equipment),
or the meaning of iliness and treatment for the self (i.e., not adhering to fluid and
diet restrictions, or a declining physical health status). Emotionally one identifies
the feeling states of fear, anxiety, and uncertainty (i.., terrifying experience
comparable to dying, fearing for ones life, inability to control the event's inception
but possibly its severity). Some individuals may be empowered to assume
personal responsibility for recognizing and hopefully reducing the severity of the
event (i.e., attentive to feeling states that constitute warning signs, alerting the
nurse when detecting a change in physical status, ensuring that blood pressure
readings are taken regularly). Others may be so terrified and anxious about the
event's reoccurrence, that they are in a constant state of tension and hyper

anxiety while on dialysis (i.e., over-attentive to feeling states, constantly seeking
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attention from the nurses - demanding).
When the impact of illness and treatment events were of sufficient
magnitude to trigger a critical turning point, the person was often forced to

reevaluate the self. The concept of a new self evolved as meanings of iliness

and treatment were altered by ging situati p and
factors. Not everyone was able to let go of the remembered “old self” and adapt
to the evolving “new self’ confronted at different phases in the iliness trajectory.

The dimini ional and i ioning and the

decline in physical health resulting from a critical event often undermined the

ability to accept and adjust to the evolving meanings of illness and treatment.

Even those who seemed to have achi some “sense of
to deal with the uncertainty of critical events.

Redefinition of the self did not occur in isolation from others. Although
losses and gains for the self are individual specific, they derive meaning from the
variant social contexts for activities and relationships. Encounters with others
from different social worlds (e.g., family, friends, health care providers, etc.)
served as constant reminders of the widening gap between the new self and the
old self. The sense of self was severely hampered when major upheavals (e.g.,
loss of job, move to a new location to access dialysis, etc.) resulted in reduced
supports. However, if the person was successful in forming alternate relations to

replace what had been lost, there was a greater possibility of adapting to a new
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normal. One man'’s story about having to relocate to access dialysis illustrates
the crucial role played by supports in facilitating adjustment to a new normal.
Two critical events - failed attempt at home dialysis and wife's difficulty adjusting
to lifestyle changes following relocation - created a critical turning point that had
major repercussions for him. Confronted with limited options, he adjusted by
making the decision to live in a hostel during the week and commute home on
the weekends. This was seen as one way to maintain some semblance of a
normal life with family and friends. Although this new way of being-in-the-world
presented him with many challenges and difficulties, he tried to cope by focusing
on the positives ("This is now and this is it. | have to putup with it . . . . You got
to take it one day at a time, yeah. And look forward for Friday to come.") and
hoping that someday he would either receive a kidney transplant or have
hemodialysis available closer to home. An additional source of comfort and
support surfaced when he became friends with a fellow patient from the same

area and living under comparable conditions.

Other ic i the ir of supports in promoting
adaptation to a new normal. One woman indicated that without the support and
care provided by nurses, doctors and other health care providers (i.e., social
worker), she would find it difficult to accept the restrictions and negative effects
of hemodialysis. Positive interactions with the dialysis staff, on both a personal
and professional level, enhanced her comfort and ability to deal with problems:
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"The nurses, they talk to you a lot. They help you with your problems over there
alottoo." Although she noted that adjusting to dialysis was time dependent and
required encouragement and support from others, she acknowledged that a

great deal of responsibility rested with herself (i.e., assuming responsibility for

acquiring knowledge about dialysis care, i i pri;
measures, accepting the illness and dialysis treatment).

Some participants never quite adjusted to constant threats to the self

imposed by their iliness and The inty i with

to predit predi critical events escalated the intensity of
vulnerable feelings along the illness/treatment trajectory. For some the critical
events resulting from encounters with the health care system reinforced fears
that the self was threatened. One woman identified a number of critical events
during dialysis that became critical turning points for her. When it was hectic on
the dialysis unit (i.e., overcrowded with patients, frequent alarms emitted by the
machine), she became stressed and fearful for her well-being. What impeded
her adjustment to and acceptance of dialysis most was exposure to fellow

patients iliness epi and itary envil itions (e.g., blood

spills and dirty surroundings). Besides the turmoil on the dialysis unit, this
woman had to endure frequent headaches during dialysis and on non-dialysis
days: “Before | went on the machine | never had these headaches. And now

they're just completely, ever since | had pneumonia, everyday. They don't stop.”
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Because she continuously had to deal with ill-feelings, it became a constant
battle to adapt to this new normal (i.e., going home and having to crawl into bed)
and find the strength to "keep going". Also, general unwell feelings (e.g., pain,
fatigue, nausea) compromised the quality of her life (i.e., not well enough to do
things or socialize with friends). The only positives that she could attribute to
dialysis was its lifeline (“It's keeping me alive.").

Another young woman identified a number of critical events that occurred
over the years (e.g., dialysis treatment errors, etc.) that finally resulted in a
critical turning point from one of complete trust in health care providers’ care to
one of doubt: “I don’t want to die for some stupid error that could have been
prevented.” Altered levels of comfort and sense of trust with nursing and medical

care i i her i ical well-being. C ,

she gained a heif sense of about the i of being
more attentive and monitoring changes in treatment routines. Finding it
increasingly difficult to adjust to the perceived diminished quality of supports
during dialysis, the only acceptable solution to her current situation was to
pursue other viable options: “I'm to the point now that | just can't wait to get out
of here . . . . | figured that ftransplant] that's my only hope. My only chance for
anything.”

In summary, the evolving meaning of illness and treatment and the quality

of interactions with significant others (family, friends, fellow patients, health care
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in different situational contexts had i implications for the self.

The heightened uncertainty associated with critical events resulting from iliness
and treatment or encounters with others posed a continuous challenge for the
self. The roller-coaster ride forged a new sense of being-in-the-world with the
abnormal seen as normal, the unpredictable expected, and the taken-for-granted

elusive.

Discussion
The meanings of iliness and treatment (i.e., illness severity, effectiveness
of technical support, treatment effects) and the quality of supports (e.g., family,

friends, fellow patients, health care i were i factors i

of self (i.e., adjl to and of iliness icity and
treatment regimes). Critical events that occur in each area defining the person's
experience with ESRD and hemodialysis have the potential to generate critical
turning points. These “critical turning points” facilitate or impede acceptance of
ilness and treatment, move the person to a higher or lower levei of awareness,
or alter perceptions of supports, learning needs and healthy behaviours.
The accompanying uncertainty about the future and the muititude of

physical changes resuiting from illness and treatment effects began to transform

the self over time. ines were to

regimens (i.e., e.g., fluid and food restrictions) and accessing dialysis (e.g.,
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heduling of i For the majority of patients

relationships with family and friends were altered (i.e., decreased social

greater i i i Coping
effectiveness over time was influenced by learning about the illness and
treatment parameters and effects which prepared the person to appreciate the
changes required of the self, especially concerning interactions with informal and
formal supports. For the majority of participants the changes were sudden and

profound. i i i were only in

intensity by illness severity and/or ensuing complications.

Critical turning points are comparable to a gestalt whereby a person
recognizes for the first time that: a) medical care is not always free from error or
heaith promoting (i.e., induced iliness states - cramps, sudden drop in blood
pressure), b) life as they knew it has been significantly changed or altered (i.e.,
loss of kidney [s] and/or kidney function, dependence on dialysis machine to

perform normal kidney function, restricted lifestyle - diet, activity tolerance, place

of residence, travel), and c) the ibility for knowing, i ing and
monitoring treatment regimens rests with the sellf (i.e., the importance of knowing

and i

ppropriate controls -

health In short, critical events, while external

to the self, are also intimately connected to the new seif that is unfolding by

creating critical turning points. It is the person’s response to the critical event
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that may be important.
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CHAPTERV
Discussion of Findings
This study was designed to explore patients’ experiences with and
perceptions of ESRD and hemodialysis, and the impact of critical events that
occurred at different times in the hemodialysis cycle on perceptions of care
quality or satisfaction with care. This chapter discusses the current study

findings in terms of research findings identified from the relevant literature. The

is i ing to the

generated during data analysis.

Living with ESRD and Hemodialysis
What clearly distingui: the prop! ical model from previous
models which ize patients’ i and

1991; Donabedian, 1988a, 1988b; Meyer, 1995; Peters, 1995) is the significance
of the construct "redefinition of self". The current study suggests that changes in
the meanings of iliness and treatment and in the perceived quality of supports

exert a powerful impact on how the self is being redefined. Redefinition of self is
a result of patients’ perceptions of the meanings of iliness and treatment and the

perceived quality of rts. C this ition also impacts on both

of these F each of the may act i

of or interactively with each other (i.e., each influences and is influenced by the
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other).

Although the { have been di

previously in the qualitative literature dealing with how individuals experience a
chronic illness (Kleinman, 1988; Charmaz, 1983, 1987; Conrad, 1987, 1990;
Corbin & Strauss, 1987; Morse & Johnson, 1991; Robinson, 1993), the
interactive relationships and the impact on quality of outcome have not been
addressed. Further, limited attention has been given to how patients with ESRD
and hemodialysis treatment experience and adjust to a new sense of self, as a
result of the changes in illness, treatment, and supports (Kutner, 1987; O'Brien,

1983; Rittman, F Green, & 1993).

Redefinition of Self
Study findings suggest that participants were in a constant battle with
balancing uncertainty about their iliness and the effects of treatment, while
maintaining hope for improved health and a return to a normal life. While this
struggle intensified during periods of ill health, it diminished with improved heaith.

The constant i and i j to ing health states

played havoc with participants integration of a positive sense of self into their
various social worlds. In the current study some participants made reference to
the hope of regaining the worry free self experienced before diagnosis and

commencement of hemodialysis. Others talked about how their lives had been
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turned upside down since starting dialysis. Limited assessment of these findings
was found in the hemodialysis literature (Charmaz, 1983; Kutner, 1987; O'Brien,
1983).

Despite the frustrations of dealing with an uncertain future because of
constant physical, emotional, psychological and social changes, most
participants indicated that they strived to maintain a positive attitude towards the
illness, treatment restrictions, and reduced quality of life. Overall, all participants
also maintained a realistic attitude about the future (e.g., transplant availability,
stability of health status, long-term maintenance dialysis, death). Clearly the
choice of fostering a positive outlook versus a pessimistic attitude towards end
stage renal disease and hemodialysis was considered by the majority as a
constructive buffering strategy in dealing with this life threatening and technology

dependent chronic iliness. One participant found that focusing on maintaining as

normal a life as possible and p ing for a kidney provided him with
the i ive that facili of dialysis as a short-term measure. He

the positive to each critical i as the
catalyst that kept him going. Several have identified the i

role that positive thinking plays in helping patients cope with hemodialysis
(Eichel, 1986; Ferrans & Powers, 1993; Gurklis & Menke, 1995; Hoothay et al.,
1990; Kutner, 1987; O'Brien, 1983; Rittman et al., 1993).

While adapting to a new normal, ici with
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and iologi qui by ing the burden of decisi king. It
seems that with ESRD patients, who receive hemodialysis two to three times a
week, it is not possible to ever regain a semblance of the former self free from
dependency on a dialysis machine, or achieve a comparable level of wellness
reflective of the “old” self. Participants dealt with their chronic illness and
treatment restrictions by weighing the odds, implementing control measures, and
trying to reframe the illness within as normal a life-context as possible. This
tendency to engage in a normalizing process to engender the ‘lived world” with a
sense of stability and predictability has been reported by others (Morse &

Johnson, 1991; Robinson, 1993).

Quality of Supports
The meanings of illness and treatment for persons with ESRD are also
being in to others'’ (i.e., spouse, family, friends)
to iliness i ions (i.e., i ing or ing health status).

Study participants expressed variable degrees of satisfaction with increasing

on health care provi and family and friends.
Norman, Redfern, Tomalin, and Oliver (1992) suggest quality is a value
judgement made by the self and is shaped by sociocultural forces. The concept

of what i quality will vary ing on p ions, attitudes, rights,

and personal beliefs.
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In the current study participants defined quality of health care in terms of

the skilled performance of nurses initiating dialysis and monitoring the dialysis-

run, the timely and iate il ions of ici and the
conduciveness of the dialysis i With it il about
p and greater adji to the routine, most participants

critically appraised care quality in terms of expected “norms”. The majority of
patients verbaiized a desire to be cared for in a safe environment and in an
efficient and competent manner. Others identified the need for promptness in
starting and discontinuing hemodialysis, while others believed a more flexible
schedule would improve life for them while receiving treatment for ESRD. The

of building i ips based on trust and being cared for and

valued as a human being were identified by many participants. Jones and
Preuett (1986) discuss the “guarding” behaviours used by hemodialysis patients
to monitor the quality of staffs care practices.

Study findings indicate that participants were generally satisfied with the
quality of health care, giving fairly high ratings to the technical and interpersonal
competency of nurses and physicians. Comparable findings are reported in the
literature (Ferrans et al., 1987; Ferrans & Powers, 1993). Observed deficiencies
in nursing care were rationalized in terms of staff shortage, ergonomics of the
dialysis unit, and variant experience levels and attitudes of nurses, as reported

by others (Kutner, 1987; Oberley, 1991a, 1991b; O'Brien, 1983; Pontin & Webb,
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1996). Dissatisfactions with the quality of medical care were expressed as

p with inui ilability, and caring attitudes. This has
also been reported by other investigators (Hall & Dornan, 1988a,1988b; Oberley,
1991a; 1991b; Kutner, 1987; O'Brien, 1983; Siegal, Calysan, & Cuddihee, 1987).

It can be argued that if the envil is ive to ing overall

health, then patients are forced to adjust to hemodialysis under considerable
stress (i.e., observing variable levels of acuity of fellow patients, experiencing the
loss of fellow patients through transplant or death, receiving hemodialysis in
cluttered environment which infringes on the patients' right to privacy).

The role that the health care setting plays in facilitating adjustment to
treatment and illness is equally as important, but has received limited attention
(Ferrans et al., 1987; Siegal, Calysan, & Cuddihee, 1987). Within the evolving
relationship with health care providers, participants expressed an inherent desire
to be treated in a humanistic manner, and cared-for, valued and accepted as a
person. However, for the most part, dialysis nurses were more likely to be
recognized for performing this aspect of care than physicians. The findings of
this study clearly demonstrate patients expectations with regards to the level of
nursing care. The value that dialysis patients place on nurses’ caring attitudes,
and being aware of the total person and his/her needs and concems has been
identified previously (Ferrans et al., 1987; Gurklis & Menke, 1995; Kutner, 1987;

O'Brien, 1983).
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Interactions with fellow patients also helped create an environment that

the izing effects of ialysi: F

identified the importance of the presence of a family-like atmosphere on the

dialysis unit, and the provision of i and i i support by fellow-
patients and their families. Kutner (1987) commented on the importance of the

dialysis social world in iding a ive family-like i In the

current study fellow-patients shared information about illness and treatment

machine ioning and unwell feeling states, and
facilitated coping with illness and However, ici also i
negative of maintaining close i ips with fellow-patients.
Psy i were i with acute iliness episodes or deaths of

fellow-patients. Comparable findings have been reported by O'Brien (1983).
Participants also placed high value on the support provided by family and

friends. Of parti ignif was the ision of i support, and

the assistance provided to help with the of day-to-day

regimens (Gurklis & Menke, 1995; Kutner, 1987; O'Brien, 1983, 1990). Despite

the icti i on the i ip between the quality of family support

and patient i with i (Chri: Smith, Turner,

Holman, Gregory, & Rich, 1992; Kutner, 1987; O'Brien, 1983, 1990), there is an
emerging body of research suggesting that survival among ESRD patients is

strongly influenced by the quality of family support (Christensen, Weibe, Smith, &

110



Turner, 1994; Gurklis & Menke, 1995; Kimmel, Weihs, & Peterson, 1993;
Levinsky & Mesler, 1994; O'Brien, 1983).

Participants also acknowledged that family and friends tended to promote
greater dependency in relations than desired. Gurklis and Menke (1995),
O'Brien (1983) and Kutner (1987) also refer to this independence/dependence
conflict within close relationships. In the current study participants also became
increasingly aware of the impact of the iliness and treatment requirements upon
others (i.e., spouse, family, friends), and the need to protect them from the
burden of care. The findings of Baldree, Murphy, and Powers (1982) indicated
that the tendency of family and friends to display an overprotective attitude and
excessive attention to the illness and treatment was a psychosocial stressor

which feelings of self- i and

Meanings of lliness/Treatment

Whether the diagnosis of ESRD was sudden or expected, study
participants were not always prepared for the initiation of dialysis. The findings
also indicate that in the early months feeling unwell, and limited understanding of
treatment and the terminal nature of the illness created barriers to acceptance
and adjustment. Comparable findings were reported by Kutner (1987) in a study
of patients with ESRD.

Participants initial appraisal of the illness and treatment as separate and
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distinct entities dissi as of id illness and affects

merged with those of ESRD. Aithough Rittman et al.'s (1993) findings indicate

that integration of the dialysis machine alters perception of the physical self,

these authors fail to consider the changi i ip in the ings of illness
and treatment over time. In the current study, as time on dialysis increased
understandings about the workings of the machine, participants described how
this form of treatment influenced the quality of their lives. The positive effects of
treatment were improved physical health and the resulting ability to engage in
regular activities (e.g., work, social, travel). As found by others (Baldree,
Murphy, & Powers, 1982; Bihl, Ferrans, & Powers, 1988; Eichel, 1986; Ferrans
& Powers, 1993; Gurklis & Menke, 1995; Lok, 1996) fatigue, general weakness,
physical limitations, hypotension, muscle cramps, and pain and discomfort with
needling of access site were the most frequently identified adverse effects or
physiological stressors.

As participants moved along the illness trajectory, variant factors and/or
critical events emerge to shape knowledge of illness and treatment, and the

degree of i to i Critical events may, singularly or

cumulatively, bring patients to a tumning point, constituting a moment of truth. It

is apparent from the data that patients who i frequent iliness
and periodic access site or machine functioning problems have greater

psychological and emotional difficulties than those who experience these events
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rarely. Fife (1994) found that cancer patients ability to assimilate the impact of a

critical event, place it in an appropriate context and adapt to its ensuing illness

is on their ions of the meaning of their illness.

among C

The desire to maintain some degree of control and appear “normal” are

often balanced against negative i ial to dialysis

The tendency to alter regimens is partially reflected in patient comments that

imply a difference between ing and actual our (i.e.,

frustration or difficulties with maintaining diet and fluid limitations during social

activities, financial strain of diet, etc.). ESRD patients attempt to maintain some

sense of control by ifyi plans, ially diet and fluid
restrictions, to achieve maximal satisfaction while minimizing risk (Gurklis &
Menke, 1995; Kutner, 1987; Montemuro, Martin, Jakobson, Mohide, Beecroft,
Porterfield, & Ollinger, 1994; O'Brien, 1990; Rittman, Northsea, Hausauer,
Green, & Swanson, 1993). Jones and Preuett (1986) investigated self-care
activities for managing medical regimens in a sample (N = 25) of hemodialysis
patients. These authors found that substituting fluids, food, and activities to
achieve an acceptable balance was a common practice in this population.

With time the interaction of comorbid conditions and negative effects of

dialysis i of iorating health and feelings of inadequacy
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about the self or others abilities to control events. Some individuals are

empowered to assume personal ibility for ing and

reducing the severity of critical events during dialysis (i.e., attentive to changed
feeling states and alerting the nurse/physician, ensuring regular monitoring of
blood pressure, questioning procedures), while others are immobilized by tension
and anxiety (i.e., over-attentive to feeling states, constantly seeking attention
from the nurses). Studies focusing on the effectiveness of variant coping styles
for managing physical and psychological stressors concur with these findings
(Baldree et al., 1982; Gurklis & Menke, 1995; Lok, 1996). Montemuro et al.'s
(1994) findings also suggest that patients level of knowledge and assertiveness,
and health status influence their perceived or desired control over various

aspects of care.

Summary
It is apparent from this study's findings that consideration of the meaning

of treatment regimens for individual patients will provide useful insights into the

in to ialysi i Rittman et al.

(1993) assert that i issues in the ialysis patient ion can
only be addressed in a meaningful way by grasping a greater understanding of

the factors that i

peri Conrad (1987)

that aithough i ion is a valuable ilitating more
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effective management of chronic illness, self-regulation of regimens should
provide the framework for clinical interventions as opposed to compliance

models.

In y. when with ones ility and the limitations of
technical care, there is a heightened awareness of the need to be more vigilant
about changing feeling states, health promoting behaviors and the actions of
health care providers. However, the research base on hemodialysis fails to
consider the impact critical events discharge on perceived meanings of iliness
and treatment. There is a growing recognition among researchers of the
importance of gaining a greater understanding of how meanings of illness and

are il by variant situati and socit factors in order

to provide more effective health care (Charmaz, 1987; Conrad, 1990; Fife, 1994;
Kleinman, 1988; Morse & Johnson, 1991). Kleinman (1988) argues that failure
to consider meanings of iliness “disables the healer and disempowers the

chronically ilI” (p. 9).
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CHAPTER VI

Limif and

This chapter presents the limitati of the study, { for

further research and conclusions based on the data.

S i fthe S
The study sample represents a cross section of the hemodialysis

population of a large tertiary institution in the province of Newfoundland who met

selected inclusion criteria and was C ian. The
identified in this study require further validation in other hemodialysis patient
populations. However, the qualitative design arguably may compensate for the
small sample size (N = 36).

Although participants were assured that physicians associated with their
care would not have access to the audio taped interviews, responses to the
interview questions may have been given in a socially acceptable manner due to

fear of retribution or impact on care delivery. Further, responses may have been

by the used by the i i . The location of a majority of
the interviews (i.e., a private room adjacent to the hemodialysis unit) may have

impacted on the interview process (e.g., il ions for

although this did not appear to impact the flow of thought or conversation.

Theoretical generalizability (i.e., “the extent to which the findings of the
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research may be applied to other situations or settings” Morse & Field, 1996,
p.198) cannot be determined. The perspective of those who did not meet
inclusion criteria has not been obtained.

Participants were asked to recall past events (e.g., initial diagnosis,

positive and negative i that left an i ion, etc.). The average

length of time on hemodialysis was 2.66 years (Range = 0.25 - 12.25; SD =
3.24). Itis conceivable that the ability to recall events or critical turning points
may have diminished with the passage of time.

The generation of a formal theory is not possible in that a single
substantive (empirical) theory is being assessed in the present study. However
an important link has been forged through the development of this single
substantive theory to a formal theory based on the data. Further research is
required to determine the perceptions of heaith care providers and families of

hemodialysis patients.

for Further

of self is a new ive for ing patients’
experiences with ESRD and hemodialysis and thus may impact on the way
health care providers deliver care. Although there has been a growing
awareness of the complexities of risk factors affecting patient outcomes, limited

efforts have been made to explore the total experience of patients living with
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ESRD and hemodialysis treatment. In the absence of a unified theory on the

experience of ESRD and ialysi: a multi-dii i model

based on the expectations and perceptions of the primary groups involved (i.e.,
health care providers, families and patients) is required to guide health care

providers. A greater focus on the i i ip of quality of support

of iliness and and ing the self, with quality of
outcome data is required. Further exploration of the concept of redefining the
self is necessary. Also, there is an aspect of this category or perhaps related to
it that does not emerge strongly from the current study findings. Thatis as
people define themselves they also reassess their self-worth (e.g., Am | still a
valuable and worthwhile person, am | still an important contribution to my life, to
my family, to other people?). The concept of self-worth is central to peoples’
happiness and comfort with they are in the world and quite conceivably may
influence survival (i.e., Why survive or take care of myself if | believe | am
worthless?). This aspect of self-worth may also create a pathway for the
development of a variety of interventions aimed at having patients explore,
realize and affirm their own value, despite and even sometimes because of their
illness.

Consideration should be given to init itative and q

methods of research design to capture the experience of ESRD and

hemodialysis treatment effects on the family and health care providers. Itis
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that further h be to explore the perceptions of
families and health care providers. Also, the potential influence of the quality of
informal and formal supports on survival among the hemodialysis patient

population requires further attention. If quality of supports impacts the quality of

the identification of iate interventions to improve quality are
necessary.

Surveys of individuals experiencing a chronic illness and the interactive
effects of treatment regimens (i.e., technical and interpersonal) can provide
useful information on the quality of health care. However, the rich database
generated from this study has clinical significance from the point of view that the
data is patient-specific and addresses common themes of the hemodialysis
patient population. Further the findings suggest a need to develop an effective
monitoring tool that is sensitive enough to detect subtle changes in each of the

three categories identified (i.e, quality of supports, redefining the self, meanings

of iliness and ) and their i ive effects. A

would enable health care professionals to identify critical events and their
magnitude of impact, as they occur at various stages of the illness trajectory.
The overall goal is to construct an instrument based on items grounded in the
data that are psychometrically valid and reliable, capture and measure the
dimensions of critical events associated with ESRD, its treatment, and quality of
health care delivered.
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The constructs identified in the current study suggest that working on

attitudinal and behavioural change through various educational strategies (i.e.,

and ing the imp of lifestyle ificati is
not sufficient. Other equally important aspects of a person's varied social worlds
and the self must include experiences of families and/or spouses (i.e., What
impact does patient supports exert on how the person adjusts to the many
changes resulting from living with ESRD and renal replacement therapy?). This

area is ially i given the i impact of of

the new self on morbidity and mortality outcomes. For health care providers, this
means broadening the scope of care beyond individuals to include families and
spouses.

Health care professionals need to gain a greater understanding about
patients’ subjective experiences of living with ESRD to ensure appropriate

identification of potential/actual problem areas and individual needs. The

of to meet individual and group needs may

facilitate d and i j to ESRD and

treatment.

Conclusions
The purpose of this study was to explore the meanings of patients’

experiences with ESRD and hemodialysis and the perceived quality of care. A
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secondary purpose was to identify when critical events are most likely to occur
and what resulting impact they may or may not have on perceptions of care
quality or satisfaction with care. Despite the limitations of the study design the

following conclusions have been reached based on the data analysis and study

findings.
Patients' ions of their i on ialysis revolve
around psy i ji to iliness icity, the pi of supports
in facilitating this adj of
and a trade off between desi versus actual

Inadequate knowledge of the harmful effects of not following a prescribed
regimen or the lack of motivation to engage in health promoting behaviours
reflect only one aspect of the issue. There also exists strong influences from the
various sacial worlds (i.e., dialysis unit, dialysis unit staff, fellow patients, families,
friends) of the person with ESRD which are often labelled social determinants of
health. Health care providers need to consider these influences on healthy
behaviours by exploring further the lived experiences of individuals with ESRD.
The perceived degree to which one’s life has been altered permanently creates
uncertainties about future heaith status and what this means for a normal life.
The uncertainties (e.g., financial, relationships, social activities, etc.) may prove
to be significant stressors affecting adaptive coping (i.e., use of non-health

promoting behaviour to deal with stress and maintain an image of normalcy). A
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sense of control over stressors or perceived power to manage and/or change

things may be i in the ition of self.
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Appendix A

Consent Form



Faculty of

- . ity of
St. John's, Newfoundland A1B 3Vé6

CONSENT TO PARTICIPATE IN HEALTH CARE RESEARCH

TITLE: The Quality of Hemadialysis Care from the Patients' Perspective:
An Interactive Point of View

INVESTIGATOR:  Dr. Christine Way
Telephone: 737-6872/6695

You have been asked to participate in a research study. Participation in this study is
entirely voluntary. You may decide not to participate or may withdraw from the study at
any time without affecting your normal treatment.

Co iality of it { i ici will be
investigator. The investigator will be available during the study at all tlmes should you
have any problems or questions about the study.

Physicians and nurses involved with your care will not have access to your taped
interviews or any other i ion that could y identify you as the
source.

Purpose of the Study: You are being asked to participate in a research study of
patients receiving hemodialysis treatment. Although many patients receive this type of
treatment, very little is known about what the experience is really like for them. The
purpose of this study is to explore patients' perceptions of hemodialysis care, and to
identify what aspects of that care is most and least valued.

Description of Procedures and Tests: You are being asked to participate in two
interviews which will be conducted at a place and time that is convenient for you.
Interviews will be audiotaped (with your permission). The tape will be used solely to
assist the interviewer in remembering the details of your conversation, and will be made
available only to the principal investigator of the study.

135



During the first interview you will be asked to reflect upon and describe your experience
with hemodialysis treatment. You will be asked to think about an experience that left a
lasting impression, and share any thoughts, perceptions and feelings that you
remember about it. In addition you will be asked to comment on your overall
satisfaction with the care that you receive, and possible areas that you would like to see
improved.

At approximately one to two months following the first interview, you will be contacted
for a second interview. At this time you will be asked to read a summary of the mmal
interview, confirm whether it reflects your with i
treatment, and rate which aspects of the experience are most important to you. You
will also be given an opportunity to provide any additional information.

Duration of Participation: The first interview will take approximately 60 to 90 minutes,
and the second approximately 30 minutes. Both interviews will be completed within two
months.

F Risks, Di or There are no expected risks
from participating in this study. You may refuse to answer any questions which make
you feel uncomfortable, and terminate the interview at any time. All information that
you provide will be kept strictly confidential, secured in a locked file, and accessible only
to the principal investigator and interviewers. Your name will not appear on the
audiotape or written copy, and any names that you might mention during the course of
the interview will be removed from the transcribed texts.

Benefits: You may not derive any direct benefits from participating in this study.
However, the information that you provide may help nurses and physicians plan more
appropriate care for you and others receiving hemodialysis treatment.

Other Information: Findings of this study will be available to you and health care

professionals upon request. Findings may be published but you will not be identified.

The mvesﬂgator will be available during the study at all times should you have any
or about your i




Your signature on this form Indlclm that you hav- undorsmd to your
the i

our p: in the project
and agree to participate as a subjoct. In no way dou this wawo your legal rights
nor release the i or from their legal

and professional responsibilities.

[} the i agree to my

participation in the research study described.

Any questions have been and | what is involved in the study. |
realize that participation is voluntary and that there is no guarantee that | will benefit
from my involvement. | acknowledge that a copy of this form has been given to me.

Signature of Participant Date

Signature of Witness Date

! . the i agree to be

audiotaped during each interview.

Signature of Participant Date

Signature of Witness Date

To the best of my ability, | have fully explained the nature of this study to the participant.
| have invited questmns and provided answers. | believe that the participant fully

the i ions and voll y nature of the study.
Signature of Interviewer Date
Phone Number
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PERSONAL DATA RETRIEVAL QUESTIONNAIRE

Patient’s name:

ld#
Gender: M _ F__
Date of birth:

(dimiyr)
Marital Status:

O i Yes __ No

Place of Residence:

Ci ing Distance for Tt

Start Date of Hemodialysis:

Length of time on dialysis:

Date 1st by Nurse

Date by

Audio Taped Interviews
Date of 1stinterview: ________ Length of interview:

Date itted for

Date returned for proof-reading :

Date of 1st i iew: Length of it

Date itted for

Date returned for proof-reading :
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Interview Schedule
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Interview Script

lam il in your i with ialysis care from when you first

started treatment up to now. You have probably had some interesting
experiences during this time. | would like for you to take some time to reflect
upon these experiences and tell me in your own words what dialysis care means

for you. Feel free to talk about whatever comes to mind.

of Probes/Questions to Facilitate the

1. Could you think about your most recent dialysis treatment and describe
what you experienced before, during and after the treatment?

2. Thinking back to your initial treatments and what it was like for you then,
could you describe any memorable events that may have left a lasting
impression with you?

3. We all have good days and bad days. Could you reflect upon your
experiences with dialysis and talk about what makes the treatment
experience a good or bad one?

4. How do you feel about being on dialysis? What are some of the positive
aspects? Negative aspects?

5. Can you recall a significant personal experience that left a lasting
impression in your memory? If so, when and how did this experience
occur? How important was it for you at the time? Do you believe that it is
still important?

6. How would you rate the overali care that you receive while on dialysis?
What would make the care better? Are there particular aspects of your
care that could be improved? (Specific areas to probe, if not mentioned:
physical aspects - pain, discomfort; practical aspects - travel time, time
loss from work, i i relations with clinic
staff).

7. Are there any other comments or thoughts that you would like to share
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with me about your i while iving dialysis
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The following questions were added to the original interview schedule as the
number of interviews increased and new areas requiring exploration were

identified by the participants.

8. How long was it before you felt comfortable with the routine of dialysis?

9. Areyou attentive to the different times that procedures are carried out
during dialysis?

10. How would you compare the nurses and doctors in terms of their
attentiveness?

11.  Were you presented with choices regarding home dialysis versus
in-center dialysis?

12.  Were you followed through a pre-dialysis clinic or did you start dialysis as
a direct admission?

13.  Could you talk a little about the support you have received since starting
dialysis (i.e., family, friends, social worker, dietitian, nurses, doctors,
Kidney Foundation and/or other agencies)?

14.  Hypothetical situation: If | were a patient coming to talk to you before

going on dialysis, what would could you tell me to help me prepare for this
treatment?
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Appendix D

Letter of Approval from the Human Investigation Committee



Memorial

University of Newfoundland

Office of Research and Graduate Studies (Medicine)
Faculty of Medicine
The Health Sciences Centre

16 April 1996
TO: Dr. Christine Way

FROM: Dr. Verna M. Skanes, Assistant Dean
Research & Graduate Studies (Medicine)

SUBJECT: lication to the Human igation Committee - #96.45

The Human Investigation Committee of the Faculty of Medicine has reviewed your proposal
for the study entitled *The Quality of Hemodialysis Care from the Patients' Perspective:
An Interactive Point of View'.

Full approval has been granted for one year, from point of view of ethics as defined in the
terms of reference of this Faculty Committee.

It will be your responsibility to seek necessary approval from the hospital(s) wherein the
investigation will be conducted.

Notwithstanding the approval of the HIC, the primary responsibility for the ethical conduct
of the investigation remains with you.

Verna M. Skanes, Ph.D.
Assistant Dean

cc Dr. KM.W. Keough, Vice-President (Research)

Dr. Ford Bursey, General Hospital Representative, HIC
Dr. Eric Parsons, Medical Director, General Hospital
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Letter of Approval from the Health Care Corporation



HealthCare

Corporation of St. John's

May 15, 1996
TO: Dr. Christine Way
FROM: Eric R. Parsons, MD,CCFP
SUBJECT: Research Proposal

Your research proposal - HIC # 96.45 - “The Quality of Hemodialysis Care From The
Patients’ Perspective: An Interactive Point of View™ has been considered by the Research
Proposal Approval Committee (RPAC) of the Health Care Corporation of St. John's at their
most recent meeting.

The committee has approved your proposal to be conducted at the General Hospital Site within
the Health Care Corporation of St. John's. This approval is contingent on the appropriate funding
being provided and continued throughout the project and on the provision of regular progress
reports as least annually to the RPAC Committee.

Eric R. Parsons, MD,CCFP
Vice-President, Medical Services
ERP\ek
cc: Linda Purchase, Research Centre
Site Administrator, General Hospital
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Appendix F

Tables of Major Categories, Properties and their Descriptors
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The tables contain the properties and descriptors for each of the
theoretical constructs. The number of participants identifying each indicator
defining the descriptors of the various properties of the major categories is
indicated as (n). This refers to the number of participants who identified the
indicator at least once during the interview process. Although not depicted in the

table, the vast majority of icif [[ it at least one il defining

the key properties.
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Table 3

(N =36)
Properties & Descriptors n %
I. Health: i &P ical F
Dealing with uncertainty
- emotional turmoit 24 667
-p i 33 917
Emotional struggles/dilemmas
- positive/negative attitude 28 778
- resisti i 30 833
- uncertainty of treatment effects on health & quality of life 22  61.1
1. Adapting to a New Normal
gi to
- comfort with illness chronicity 21 58.3
3 jection of dialysis routine 32 889
- relaxi relaxing during dialysi dialysis days 36 100.0
- more comfortable with treatment effects 34 944
- adjl i to lifestyle 3 917
Assuming the burden of decision making
- ing body i i options 3 917
- implementing control measures 25 694
- assuming responsibility for self-care 26 722
- weighing the odds 23 611

150



Table 4

(N =36)
Properties & Descriptors n %
I. Informal Support Roles
Supportive role of significant others
- maintaining relationships 33 917
- providing assistance 32 88.9
- adapting to a reduced lifestyle 23 63.9
- coping with the magnitude of illness 25 69.4
- buffering emotional impact ! 306
- protection from burden of care 20 55.6
Interactions with fellow patients
- family-like atmosphere 22 61.1
- comfort & support 24 66.7
- impact of acute iliness of others 25 69.4
- losses (death of fellow patients) 17 47.2
Il Nursing Care Effectiveness
Barriers to quality of nursing care
- heavy workload & staffing levels 31 86.1
- non-conducive work environment 24 66.7
Nurses' levels of expertise
- skills and clinical judgements 32 88.9
- degree of attentiveness 33 91.7
- acceptance as a person 24 66.7
- attitude 33 917
- ing & 30 83.3
- provides comfort measures 27 75.0
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lll. Medical Care Effectiveness

Barriers to qt_AaIily met_iiea_l care

& rotation

Physicians levels of expertise
- skills & clinical judgement
- degree of attentiveness

i aﬂﬁuae
- ing and

32
28

417

88.9
77.8

86.1
94.4
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Table 5

Meanings of lliness and Treatment (N = 36)

Properties & Descriptors n
I. Appraisal of Disease
Precupnatmg factors 28 77.8
effects with id di 25 69.4
Unpredldable iliness effects 25 69.4
Il. Appraisal of Treatment
Knowmg prescnbed reglmen and why needed
31 86.1
- importance of treatment prctor.ols 23 63.9
- short/long term treatment
benefits/complications 29 80.6
Impact on overall heaith and well-being
- physical functioning level (during dialysis) 34 94.4
- physical functioning level (after dialysis) 34 94.4
- lifeline & quality of life 24 66.7
Ill. Ambivalence: Knowing versus Doing
Forces/barriers to acceptance: attentive to
- treatment protocols 35 97.2
- changes in treatment protocols 34 94.4
- technical & physiological problems 34 94.4
F to i ion seeking
- change in health status 29 80.6
- treatment errors 9 25.0
lliness precipitating dialysis
- seeking attention 29 80.6
- seeking information regarding
- changes in health status 1 30.6
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