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ABSTRACT

The purpose of this study was to identify and describe family members' perceptions

of the care/dying milieu, and to identify variables that contributed to a positive and/or

negative death eiperience for family members during the last 24 hours of their

relatives' lives.

The theoretical framework that guided this qualitative, ethnographic study was

symbolic interactionism. Ten semi-structured interviews were conducted with family

members one to three months after the cancer deaths of their relatives on a local

palliative care unit. Analysis across the ten case studies revealed that eight "critical
behaviours and care" influenced informants' perceptions of the care experience and

their memories of the death event in the bereavement period. The interviews were

compared and contrasted with nurses' notes and death review tapes to identify

commonalities and inconsistencies between family members' and nurses' perceptions

of the care experience.

The findings revealed that family members' assessments of the care experience is

influencedby their perceptions of the importance of certain family and staff-centred

events, care, and behaviours that occurred, or did not occur, during their relatives'

dying. This study has important implications for staff caring for dying patients and

their respective families. Staff behaviours and ca¡e interventions directed towards

terminally ill patients and their families have a profound impact on family members'

perceptions of the death experience and on their memories of their relatives' dying in

the bereavement period.



CHAPTER 1

STATEMENT OF THE PROBLEM

A consistent theme in the cancet literature is that the patient does not journey

through the terminal illness trajectory alone, but he or she is part of a family system

where members mutually affect one another (Chekryn, 1984; Giacquinta, 1977;

Krisdanson, 1983; Kristjanson, 1986). Family members may have a significant impact

on how the patient responds and adapts to the treatment plan. Family members are

also important in that they, and not just the cancer patient, share the strain and

demands of the illness (Lewis, Ellison, & Woods, 1985)' This strain may cause

changes in family roles, physical and mental exhaustion, sleep disturbances, anxiety,

guilt, and depression. These changes in health and family functioning have been

reported during the terminal illness experience and in the bereavement period

(Kristjanson, 1983; Kristjanson & Sioan, 1991).

The degree of satisfaction with the care received by the patient and family may

contribute to the family's emotional distress in the terminal phase of the cancer illness

and in the bereavement period. If health care professionals are unable/or do not meet

the needs of these families they may become our future patients.

To date, researchers have identified variables in the terminal illness trajectory

that are important to family members. This research, describing family experiences

during the terminal phase of the cancer illness, indicates that family members have

concerns about the patient's physical comfort and worries about the patient's death

(Krant & Johnson, 1977; Krisdanson, 1986; Woods, Lewis, & Ellison, 1989).
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Holing's (1986) study indicates that the most stressful dimensions of the dying

trajectory, as perceived by family members, are difficulties providing physical care to

the patient and difficulties watching the patient experience physicai problems. Herth

(1993) also describes the importance of symptom management of the cancer patient's

pain and physical comfort. Poorly controlled symptom management often remains

vivid in a family member's mind during the terminal phase of the illness and into the

bereavement period.

The terminal period of the cancer patient's illness trajectory is often described

by family members as emotionally intense (Holing, 1936). Families have a need to

care for and be with the dying patient; but they also require care themselves in the

form of emotional support and information (Hampe, 1975; Kristjanson , 1986; Wright

& Dyck, 1984).

The emotional intensity experienced by families as they partake in the cancer

journey may be rooted in their perceptions of the patient's suffering during this time.

Research suggests that family members are empathic witnesses to suffering and also

suffer (Battenfîeld , 1984; Gregory & Longman, 7992; Kleinman, 1988). To date,

perceptions of famity members of cancer patients regarding the patient's suffering and

their own suffering have not been well documented. However, the last 24 hours of the

patient's life is reported by clinicians to be a period of time when family members

expect a high level of patient comfort and are particularly troubled by signs of patient

distress (physical and emotional) and suffering (Kristjanson, 1983). According to

Lichter and Hunt's (1990) study, on symptom control during the last 48 hours of a



3

terminally ill patient's life, family members are particularly troubied and distressed by

observing the terminally itl patient's noisy, rapid breathing and moist respirations.

Keizer's (1992) study, on primary care-givers satisfaction with a palliative care

program, also suggests that family members are shocked and distressed when they

witnessed the patient's respiratory difficutties. It is clea¡ that "how people die remains

in the memories of those who live on" (Lichter & Hunt, 1990, p. 14).

Research by sreele (1990), Rando (1984), and Yancey et al. (1990) has

explored the concept of "death surround" as a predictor of grief responses for

survivors. The death surround is the immediate circumstance of the death and

includes: location of death, type of death, reason for death, and degree of preparation

for death. Results from these studies indicate inconsistent f,indings related to the

significance of these factors. According to Kristjanson and Sloan (199i), the

components of the care/dying milieu may be more importânt to delineate and may

explain more in terms of bereavement outcomes'

Krisdanson (1983) found that the type of death experienced by the patient (i.e.

peaceful versus disruptive) and whether or not the family member was present at the

time of death influenced grief in the bereavement period. Keizer (1992) described

personal criteria for a "good death" among primary care-givers of terminally ill

patients. Primary care-givers concurred that a good death occurs when the patient is

assisted to die: peacefully, naturally, without prolongation of the dying process, and

surrounded by famity whenever possible. Martocchio (1982) also documented the

importance of the dying trajectory as perceived by family members. The degree to
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which the dying trajectory that family members expected matched the trajectory that

actually occurred influenced family members coping during and after the cancer

illness experience. A number of studies (Berman, Crass, &.Kuenzig, 1988; Galloway,

1990; Herth, 1993) also document the importance of family members being present at

the death scene. Family members may experience guilt and frustration if their loved

one dies in their absence.

In summary, variables have been identified that may be important to the family

during the cancer patient's terminal cancer trajectory. However, as of this time no

researcher has specifically explored the variables that are perceived as helpful or

unhelpful to families during terminally ill cancer patients' last 24 hours of life. The

last 24 hours of patients' lives often remains vivid in families' minds and the

memories created during this time frame may influence how families adapt in the

subsequent bereavement period (Kristjanson, 1986). As the cancer patient's life draws

to an end, and death is inevitable, the components of care that are perceived as

benef,rcial to families during the last 24 hours of life may be unique to the specific

time frame.

Qualitative research in this area will increase our understanding of how

families receive and respond to our interventions (directed toward the patient and

family) during the last 24 hours of life and in the bereavement period. Our

interventions may have a significant impact on how families perceive the death

experience, the memories that the experience crea.tes, and how the family may

manage in the bereavement period.
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The purpose of this research project was to identify and describe variables that

influenced families'l perceptions of the careldying milieu, and to identify the

components of the dying trajectory that were helpful and unhelpful to families during

this timeframe. The aims of this study then, were to: (a) describe families'

perceptions of the care milieu during the last 24 hours of the cancer patient's iife on a

palliative care unit; @) determine components of the dying trajectory that contribute

to a positive death experience for families; (c) determine components of the dying

trajectory that contribute to a negative experience for families; (d) determine the

commonalities and differences between the family's and nurse's perceptions of

important components of care during the patient's last 24 hours of life; and (e)

explore the effectiveness and feasibility of conducting family based interviews during

this phase of the illness process.

I The original intent of the researcher was to explore families' perceptions of the

careldying milieu. However, given the realties of recruiting potential participants, this was

not poisible. Therefore, this study represents family members' perceptions of the care/dying

milièu. Chapters 1,2, and 3 reflect the original unit of analysis, and chapters 4, 5, and 6

were written to reflect the realities of the recruitment process and were written to describe

family members' perceptions of care.



CHAPTER 2

CONCEPTUAL FRAMEWORK AND REVIEW OF THE LITERATURE

Outlined in this chapter is the conceptual framework that guided this resea¡ch

project. A review of pertinent literature surrounding this topic is also explored.

Conceptual Framework

A conceptual framework shapes and guides the resea¡ch process (Polit &

Hungler, 1991). A conceptual framework allows a researcher to explain relationships

among various variables of a given field of inquiry. Theoretical frameworks also set

limits on what questions to ask and what methods to use to pursue answers to research

questions. The findings can then be used to verify or modify existing bodies of

knowledge and theoretical propositions (Meleis, 1991). Since conceptual frameworks

provide an impetus for research, they provide boundaries to explore a wide range of

phenomena of interest, and by doing so develop a substantial body of knowledge in a

given discipline (Meleis, 1991).

Consistent with a qualitative approach, the theoretical basis that was selected

for this study was symbolic interactionism (SI). SI is a conceptual framework about

human behaviour and an approach to the study of human conduct and human group

life (Chenitz & Swanson, 1986). SI attempts to explain how human beings define and

interpret events or reality and how they act in relation to their interpretations. The

meaning that a person attaches to a particular situation will influence his/her

behaviour. In other words, meanings set the way in which we see, act, respond, and

talk about objects and events. Actions cannot be understood apart from the subjective
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interpretation given to a pafticurar event (LaRossa & Reitzes, 1gg3).

Meanings of events and objects are socialry constructed (Brumer, 1g6g;
Ricketts' 1989)' For sI theorists the meanings of events arise out of sociar interactions
that one has with other people' Meanings are then analyzed through an internai
interpretative process, and therefore, are sociar products as they a¡e def,rned through
the activities of people. Meanings are also influenced by one,s cultural milieu and are
constrained by societal norms (Biumer, 1969).

sI is based on three premises. The first premise is that people act toward
things on the basis of the meanings these things have for them. Such things may
encompass anything that a person may note or encounter in their surroundings.
Meanings that things have fo¡ individuals a¡e centrar in their own right. Therefore,
individual actions are influenced and based on meanings that cerlain things have for
people (Blumer, 1969).

The second premise is that the meanings of such things arise out of social
interactions with othe¡s' Meanings arise through a process of interaction with othe¡
people. The meaning of a particular 

r3vent or object acquired by an individuat wilt
originate out of the ways in which other peopre act toward the person with regard to
the particular event or object (Blumer, 1969).

The finar premise is that the meanings peopre acquire are developed and
modified through an internal inte¡pretative process. This process has two distinct
steps' First, the person must indicate to him/herserf that things have meaning for
them' This first step involves an internal self process of interacting with oneserf.
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Second, these interpretations become the method of handling meanings. Meanings

may be accepted, modified, or ignored in the light of a particular situation and will

also guide an individual's behaviour(s).

These three basic premises of SI are incorporated into six "root images" or the

basic theoretical perspective of SI theory. These root images attempt to depict the

nature of human groups or societies, social interaction, objects, the human being as

an actor, human action, and the interconnection of the lines of action. Taken together,

these images represent the way SI views human society and conduct (Blumer, L969).

Each of the six root images will be discussed briefly.

1. The nature of human society or group tife: People engage and exist in a

constant process of action (Blumer, 1969, as cited in Thompson, 799I). "The action

consists of the multitudinous activities that the individuals perform in their life as they

encounter one another and as they deal with the succession of situations confronting

them" (Blumer, 1969, p. 6).

2. The nature of social interaction: A society consists of people interacting with

each other. Social interaction is depicted as a process that forms or directs human

behaviour. The actions of other people are seen as having a strong influence on how

peopte will conduct themselves within a group or society (Blumer, 1969, as cited in

Thompson, 1991).

3. The nature of objects: People live in a world comprised of objects. These

objects arise out of social interactions between people. The objects may be: (a)

physical objects such as a piece of furniture, (b) social objects such as a mother or



friend, or (c) abstract objects such as values. The nature of any object is dependent

upon the meaning the object has for an individual. This meaning sets the way in

which an individual will act, see, and discuss the object (Blumer, 1969, as cited in

Thompson, 1991).

4. The humzur being as an acting organism: Human beings have the ability to

respond, act, and interpret the responses of others towards them. The concept of

"self" is central in this root image. By virtue of possessing a "self" an individual can

be an object of his or her own actions. A sense of "self" arises out of the process of

social interactions with other people in which people are defining a person to

him/herself (Blumer, 1969). An individual may act socially towards him or herself.

One can blame, criticize, or praise oneself, thus we may become objects of our own

actions (Meltzer, 1972; Blumer, 1969, as cited in Thompson, 1991).

5. The nature of human action: An interpretative process occurs before an

individuat can respond or act towards their environment. In this process, a person

acknowledges ot takes account of va¡ious aspects (events, objects, etc.) of their

environment and plans their conduct based upon his/her interpretation of these objects

or events (Blumer, 1969). Therefore, the actions of individuals arise from the

defining process that is utilized in a specific situation (Blumer, 1969, as cited in

Thompson, 1991).

6. The interlinkage of human group actions: Individuals in a group or society

share meanings regarding certain rules, norms, and values. These shared meanings

account for stable and recurrent patterns of conduct or behaviour. Changes in social
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processes may account for variation and changes in these shared meanings; in this

instance change in behaviour may occur (Blumer, 1969; Blumer, 1969, as cited in

Thompson, 1991).

To summarize, SI is a theoretical perspective that emphasizes theory discovery

and generation. SI may be labelled "...philosophically as 'humanistic empiricism' in

that direct and inductive study of meaningful human interaction in its actual

complexity and variation is preferred" (Warshay & Warshay,l9B7, p. 8). SI theorists

are concerned with understanding human behaviour. Human behaviour is best

understood within the context of social interaction with others. Through an

interpretative process, individuals develop meanings and perceptions of various

aspects of reality which in turn influence one,s behaviour (Gilsinan, 1973). rn

essence' "...human behaviour originates from personal meanings and perceptions

which are derived from internal and external interactions" (Thompson, 1991 , p. 21).

Significance of SI and This Research Study

SI is a conceptual framework that emphasizes the importance of a person's

subjective perceptions of reality. Therefore, it is an appropriate framework to guide

qualitative research studies. Families' perceptions of the quality of care received

during cancer patients' last 24 hours of life are rooted in their own unique collective

vision of this experience. To understand and describe these experiences it is important

to understand the significance and meaning($ families attach to the terminal illness

situation.

By describing the last 24 hours of the cancer patient,s life from a family's
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perspective we may avoid interpreting this situation from our own unique, and often

biased, view of the terminal cancer illness situation. By describing and documenting

families' perceptions of care, heålth care providers may begin to comprehend and

understand the important components of the careldying milieu from the perspective of

the family unit.

Literature Review

The following section will outline research that was pertinent to this thesis

topic. The following headings will be used to organize the literature review: (a)

phases of adaptation to the cancer experience: The families' perspective; (b) family

issues; (c) family needs; (d) nursing interventions in the terminal phase of illness; (e)

family suffering; and (Ð the terminal illness situation and the bereavement period. It

is important to note that in this section researchers at times refer to families'

experiences or they refer to family members' responses to the cancer illness

trajectory. Therefore, these two terms are used interchangeably throughout this

discussion.

Phases of Adaptation to the Cancer Experience: The Families' Perspective

The occurrence of cancer affects the entire family structure. The family often

serves as the first line of support, nurturance, and interpretation of the cancer joumey

for the patient. As such, the family often becomes the context within which the cancer

patient attempts to derive personal meaning, purpose, and self worth. Family

members are also directly affected by the ongoing demands and stresses imposed upon

them as a result of the cancer illness (Iæwis, 1986; Lewis, 1990). As cancer may
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cause a ripple effect throughout the entire family system numerous changes in the

physiological, psychological, social, and spiritual functioning of the family unit may

occur. The family unit may be thrown into a state of disequilibrium as they must now

try to regroup and restructure their entire existence (I-ewandowski & Jones, 1988;

Lewis, 1986).

Phases of the cancer experience have been described in the literature in an

attempt to understand how the family reorganizes itself, and what problems they may

face during the course of the cancer patient's illness trajectory (Giacquinta, 1977;

Lewandowski & Jones, 1988; Northouse, 1984; Parkes, 1975). The phases have been

identified as: (a) the initial phase of living with cancer; (b) the adaptation phase of

living with cancer; and (c) the terminal phase of living with cancer. For the purpose

of this research project the following descriptions of the cancer illness experience will

be discussed from adult family members' perspectives.

Initial Phase of Living with Cancer

In the initial phase of living with cancer the patient and family are informed of

the diagnosis of cancer for the first time. This phase may also commence in the

prediagnostic period when initial signs and symptoms of cancer began to surface

(Lewandowski & Jones, 19S8). The impact of the diagnosis may cause shock and

strain in family members, and may lead to withdrawal, anxiety, and agitation

(Giacquinta, 1977).

Northouse (1984) outlines several problems that are often encountered by

family members during the initiat phase of the patient's iliness experience. Family
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members may feel excluded from the focus of patient care during the initial phase of

the iilness experience. Although brief conversations may occur between family

members and heatth care staff, the majority of staff time is directed towards the

patient (Northouse, 1984). The hospital staff are viewed by families as existing for

the purposes of providing patient care and not to meet their own needs (Hampe, 1975;

Kristjanson, 1986). Family members not only feel excluded from receiving care but

also from participating in patient care. Although the source and cause of this

exclusion may vary, families members often feel prohibited in participating in patient

care during the initial phase of illness (Sherizan & Paul, 1977; Northouse, 1984).

A second problem faced by family members during the initial phase of the

cancer illness experience is communication (Northouse, 1984). Communication

patterns may be strained between family members and between family members and

health care providers. Family members have a need to obtain information during this

stage (Northouse, 1984). However, obtaining this information may be extremely

difficult for family members. Speedling (1985) found that nurses and physicians

generally do not initiate interactions and conversations with family members. The

perceived lack of communication may be related to: (a) family members feelings that

staff are too busy, (b) lack of privacy to discuss matters, and (c) he¿lth care providers

who are unable to provide family members with the type of information they need.

Koenig (1988) speculates another reason for the lack of communication between staff

and family is that family members may be afraid of the answers that they might hear

if they ask their questions.
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Emotional distress is a third problem that family members may face during the

initial phase. The diagnosis of cancer may generate considerable anguish and suffering

within the family unit. This anguish may reverberate throughout the entire family

system (Northouse, 1984). Cassileth and Hamilton (1979) believe psychological pain

is paramount during this time frame as family members confront feelings of

helplessness and loss of control over the direction of the family's existence.

Adaptation Phase of Living with Cancer

The adaptation phase involves a lengthy period of time between diagnosis and

death or cure (Lewandowski & Jones, 1988). In this phase the patient continues to

receive treatment and lives with the uncertainty of relapse, recurrence, or cure.

Weisman (1979) depicts this period as one of "accommodation and mitigation" to

describe a broad range of adaptive responses utilized by the patient and family

members "...to come to a quiescence with the residual effects of the cancer.." (p.

314). The adaptation phase represents a living-dying interval in which family

members renrganize roles and frame memories of the cancer patient.

Northouse (1984) delineates several problems that family members may

encounter during the adaptation phase of the cancer iliness experience. Family

members may have to adjust to new roles and changes in lifestyle. Due to the

interdependence of roles within the family unit, family members often assume new

and often foreign roles. Often family members have little preparation or knowledge of

these roles. Lifestyle changes may also occur as financial resources and considerable

amounts of time are spent driving the ill family member to the hospital for various
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appointments (Northouse, 1984).

A second problem faced by family members is trying to achieve a balance

between the time spent with the ill family member and the time spent with other

family members. Early in the patient's illness trajectory family members may devote

a considerable amount of time to the ill family member. As time passes, other family

members may become resentful as their own needs may go unmet (Thomas, 1978)'

According to Olson (1970) a family unit must achieve a balance between the stresses

that accompany the illness and allowing each family member to grow and change to

achieve family stabilitY.

Living with uncertainty is a third problem often faced by family members. The

potential for cancer to reoccur cteates substrntial uncertainty in the cancer patient and

family members. "Uncertainty surrounds the reason why the patient got cancer and

what can be done to prevent its return in the future" (Northouse , 1984, p. 237) '

Lichtman, Wood, and Taylor (1982) found that, as a group, husbands of breast cancer

patients are distressed more with the thought of reoccurrence than their wives.

Support from significant others may also have an affect on how a patient accepts their

illness and how they cope with the illness experience (Northouse' 1984).

Terminal Phase of Living with Cancer

During this phase the patient experiences progressive physical deterioration

and decline. The cancer is often metastasized at this point and treatment is pailiative

rather than curative. This implies a withdrawal of aggressive treatment and the use of

comfort measures (Lewandowski & Jones, 1988).
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The literature addresses several main problems that family members may

encounter during the terminal phase (Northouse, 1984). Communicating about death is

identified as the first problem family members must try to overcome. During the

terminal stage of illness communication patterns amongst family members may be

strained. Often little discussion on the issue of death occurs between family members

and the patient (Hinton, 1981; Krant & Johnson, 1977-1978; Vachon, Freedman,

Formo, Rogers, Lyall & Freeman, 1977), This non-discussion of death may or may

not be an important factor in the bereavement period. Vachon et d,. (1977) suggest

that denial or non-discussion of death may be an effective coping mechanism for some

individuals. Cohen, Dizenhuz, and Winget (1977) found that open communication

between family members may lead to a more effective adjustment in the bereavement

period. The physical environment may also be an important factor in facilitating open

communication between family members. Hinton (1981) found that communication

about death was more open between couples in the hospice setting compared to the

hospital setting.

The role of he¿lth care professionals in enhancing or hindering communicating

among dying patients and families has also been considered in the literature. K¡ant

and Johnson's (1977) study, of patterns of communication in families with a

terminally ill cancer patient being cared for at heålth care institutions, suggests that

family members did not have a direct iink to the physician, and subsequently

miscommunication regarding the patient's prognosis and illness trajectory often

occurred. Beaton and Glass's (1981) study revealed that many families felt that one
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particular distressing aspect of participation in decision making was lack of

communication.

I-ack of communication between he¿lth care professionals and family members

is seen as a handicap for family members to engage in heatth care decisions during

the cancer illness trajectory (Krisdanson, 1983). This imbalance in information

sharing may be related to factors such as power and authority. "This power imbalance

is skewed in the direction of he¿lth care providers and physicians in particular"

(Krisdanson, 1983, p. 3). Martocchio's (1982) study, on dying patients in the hospital

setting, revealed that participants involved in health illness decisions often did not

negotiate from equal positions of strength. Health care professionals generally

negotiate from higher positions of strength than patients and family members. Sources

of power that may iead to this hiera¡chy include: information, prior experience, and

continuity and duration of interactions.

Providing care and support to the dying family member is a second problem

facing family members in the terminal phase of illness. Often family members, either

by default or choice, assume the primary caretaking role for the dying patient at home

prior to the hospitalization period (Northouse, 1984). This caregiving may cause

extreme emotional hardship and disruptions within the family unit (Hileman &

I-ackey, 1990; Poulshock & Deimting, 1984). Poulshock and Deimling's (1984) study

shows that family members who care for their sick relative at home have considerable

emotional stress, disruption of daily routines, financial difficulties, role strain, and

physical health alterations. Other studies (Barzelai, 1981; Cawley & Gerdts, 1988;



18

Googe & Varricchio, 1981;Rose, 1976) have also demonstrated that caring for a

relative at home may cause a wide range of psychological and physical alterations in

the family unit. These changes may lead to ineffective family functioning, stress, and

a feeling of failure in providing the patient with the best possible care.

Dealing with feelings of separation and loss is also a problem family members

may face in the terminal period of illness. As family members are meeting the dying

patient's needs they are grappling with their own feelings of loss. Family members

must now deai with the fact that they will loose one of the most important people in

their lives (Northouse, 1984). Feelings of abandonment, anxiety, and confusion are

common during this time (Thomas, 1978; Northouse, 1984). Family members also

experience a sense of helplessness during this timeframe. This sense of helplessness is

dual in nature. Family members often feel helpless about their own predicament in the

situation, and also feel helpless in their inability to ease the sense of helplessness they

perceive in the ill family member (Northouse, 1984).

In summary, the family of the cancer patient may face unique problems during

the initial, adaptation, and terminal phase of the cancer journey. It is important for

health care professionals to recognize and manage these problems as they may arise

during the patient's cancer illness trajectory.

Family Issues During the Terminal Care Period

A review of the literature reveals that family members may face multiple

concerns and needs during the terminal phase of the cancer experience. The potential

for alteration in family functioning during this trying time is multifaceted. Frequently,



19

roles of family members need to be altered or realigned, and family rules may

change. Communication patterns may be thrown into disarray and social supports may

flounder as family members strive to cope with the crisis of terminal illness (Berman,

Crass, & Kuenzig, i988). The stress experienced by family members during the

terminal phase of the patient's illness may create a threat to the family's stability and

functioning. The following is a brief discussion on the emotional, physical, and social

changes they may occur during the terminal cancer illness experience.

Health Chanses - Emotional

The literature documents that family members undergo both psychological and

physiological health changes in response to the stress of a terminal illness in the

family (Kristjanson, 1986; Quinn & Herndon, 1986). This stress may intensify as the

cancer patient enters the late and terminal stages of the disease trajectory (Cassileth,

Lusk, Strouse, Miller, Brown, & Cross, 1985; Chekryn, 1984; Lewis, 1986; Oberst,

Thomas, Gass, & Ward, 1989). According to Cassileth et at. (1985) when cancer

patients are receiving palliative care, families often display high anxiety levels, severe

disturbances in mood, and poor mental health. Weisman (1979) also found a similar

association between high levels of emotional distress and advanced stages of disease.

Family members have a high risk of developing emotionai disturbances during the

terminal illness trajectory, and may be in need of psychological assistance during this

time frame.

Family members may also experience psychosomatic complaints during the

cancer experience. Wellich, Jamison, and Pasnau's (1978) study, of men who have a
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spouse or partner who has undergone a mastectomy, revealed that spouses often

complained of sleepless nights, nightmares, and eating disorders during the cancer

experience. Vachon, Fredman, Formo, Rogers, Lyall, and Freeman (1977)

documented that 81% of widows rated the period of terminal illness as extremely or

very stressful. Comparing responses to a control group of widows of cardiovascular

disease patients, Vachon et al. (1977) also found that the terminal illness was more

stressful for the cancer wives, and their stress continued into the bereavement period.

In addition, cancer widows perceived themselves as being in poorer health compared

to the cardiovascular group of widows.

Health Changes - Physiological

Family members also experience a barrage of physiological complaints during

the terminal illness period. These symptoms may be intensified if families are caring

for the cancer patient in the home setting. Caregiving may cause physical heatth

deterioration and constant fatigue (Hileman & Lackey, 1990; Hockiey, Dunlop, &

Davies, 1988; Oberst, Thomas, Gass, Ward, 1989; Poulshock & Deimling, 1984).

The constant emotional strain of caregiving may create new and negative health

threats and increased levels of chronic stress that again perpetuates physical heålth

problems (Oberst, Thomas, Gass, Ward, 1989). Hull's (1990) qualitative study on

family stress and caring for a terminally ill patients at home reveals that caregivers

often experience exacerbations in physical health problems (diabetes, rheumatoid

arthritis, and peripheral vascular disease).
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Health Changes - Social

A prolonged terminal illness in a family member may create a variety of social

problems for the family over time. Family members, who care for a terminally ill

relative at home, often experience a decline in social activities, visiting family and

friends, and religious activities. Privacy and time for self are also severely limited.

Often work schedules need to be constantiy readjusted and the caregiver may feel too

tired to put in a days work at the offîce. When time and energy required to perform

the numerous tasks are exhausted, role conflict and role anxiety may occur (Ferszt &

Houck, 1986; Musolf, 1991).

A sense of hopelessness and helplessness are common emotions for families

during the terminal phase of the illness experience (Barnes, Raskind, Scott, &

Murphy, 1981). The slow but steady decline in the patient's physical heåith status

may lead family members to acquire a sense of hopelessness and loss. At the same

time, family members may feel resentful, angry, and frustrated. They may express a

wish for the patient's early death to eliminate suffering. Guilt often accompanies these

feelings and may persist in the bereavement period (Hull, 1990). As the patient's

illness trajectory continues over an extended period of time family members may

become more angry and resentful as their own needs and wants may go unmet

(Northouse, 1984). A strong sense of fear is also prominent during this phase. Fears

often relate to the unknown disease trajectory, treatment, pain, separation from

family, and death (Chekryn, 1984).

In summary, changes in health and social lifestyle are common for family
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members during the terminal illness trajectory. These changes may exacerbate

previous health problems and create strain on the family unit.

Family Needs

Family members of cancer patients have needs that are manifested through the

course of the patient's illness trajectory (Lewandowski & Jones, 1988). A need is

defined as a requirement of family members which is perceived as important to the

patient and themselves (Hampe, 1975; Kristjanson, 1991). These needs may vary

depending upon the progression of the patient's cancer, and may or may not be

congruent with the cancer patient's needs (Blank, Clark, Longman, & Atwood, 1989).

The literature indicates that family members often prioritize the patient's needs as

more important than their own needs. However, this does not indicate that family

needs are unimportant, but that family members will place their own needs second to

the physical requirements of the cancer patient (Krisdanson, 1989).

Several researchers have investigated the needs of family members during the

terminal phase of the patient's illness trajectory, in a hospital setting, and common

themes have been identified. Family members needs centre around the requirement for

information, assurance of the cancer patient's physical and emotional comfort, to

ventilate their feelings, and to participate in patient care (Freihofer & Felton, 1976;

Irwin & Meier, 1973; Hampe, 1975; Kristjanson, 1986; Krisdanson, 1989; Wright &

Dyck, 1984). Table 1 is a summary of research that has been conducted in this area.

The following is a detailed discussion of the needs of family members of terminal ill

patients.



AUTHOR

1. Irwin &
Meier (1973)

col'{cp{t'
EXAMINED

supportive care

terminal phase

TABLE 1

SUMMARY OF RESEARCH

ORGAÑTZING
FRAMBWORK

psychology of
loss, grief, and

bereavement

DESIGN

Q-Sort 60 items
n:20 non-
experimental

CATEGOiY

religious-
philosophical non-
verbal-action
verbal-
nonreligious

l. to be honest with me

2. clear explanation of what is

being done and why
3. keep me informed
4. always try and make mY relative
comfortable
5. show interest in answering mY

questions

23

RFSULTS



AUTHOR

2. Hampe (1975)

CONCE T
ËXAMINED

needs of
grieving
spouses-
terminal phase

ORGANIZING
FRAMEWORK

Needs
l. centred on the
relations with the
dying person
2. needs of the
grieving person
themselves

3. Freihofer and
Felton (1976)

DESIGN

n=27
semi structured
interview x2 in
the hospital and
post death
non-experimental

comfort and
supportive
nursing
behaviours

CATEGORY

1. need to be with the dying person
2. need to be helpful to the dying
person
3. need for assurance of the
comfort of the dying person
4. need to be informed of the mates
condition
5. need to be informed of the
impending death
6. need to ventilate emotions
7. need for comfort and support of
family members
8. need for acceptance, support,
and comfort from health care
professionals

n=25
Q-Sort

RFSULTS

24

l. promotion of
comfort and
hygiene
2. indicate
emotional needs

of the patient
3. understanding
of the impact on
the bereaved of
grief, grieving,
and bereavement

L keep the patient well groomed
2. allow the patient to do as much
for themselves as possible
3. give pain medications
4. keep patient comfortable
5.answer questions

6. do not abandon the patient



]AUTHOR

4. Wright and

Dyck (1984)

.,,coNcry{r'
EXAMINED

5. Kristjanson
(1e86)

family needs

ORGANIZING
FRÀMEWORK

6. Kristjanson
(le8e)

characteristics
important to the
care of the
patient and
family

important health
care behaviours

Straus (1964)

DESIGN

n=45 descriptive
interviews and
questionnaire non-
experimental

CATEGORY

family systems
theory

qualitative
interview

n=20 symptom
distress scale
non-experimental

diagnostic
recurrent
terminal

" , ," , ,'RESULTS

n=210
Q-Sort

terminal stage
1. patient is comfortable
2. informed of patients condition
3. to be with the patient
4. informed of any changes in the
patients condition

25

patient care
family care

family needs

l. patient comfort
2.information 3. involved in the
patient treatment plan and care

patient care
l. prompt medical attention
family care

f . information
2. hospital bed available
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The Need for Information - Supportive Nursing Behaviours

It is cle¿r that family members are able to articulate perceived supportive

nursing behaviours during the terminal phase of the patient's cancer illness trajectory.

Information needs are consistently ranked as important to family members. Irwin and

Meier's (1973) nonexperimental study utilized a Q-sort design to operationalize the

concept of support for relatives of fatally ill persons. The statements "be honest with

me", "give me a clear explanation of what is being done and why it is being done",

and "keep me informed of my relatives condition" were viewed by family members as

being most supportive to them during the terminal phase of illness.

Freihofer and Felton's (1976) research explored the concept of supportive

nursing behaviours. A Q-sort methodology was used to determine nursing behaviours

which offered the greatest support to families of terminally ill patients. The nursing

behaviour "answer my questions honestly" was consistently ranked as important by

both maie and female respondents.

Need for Information - Perceived Needs of Family Members

Hampe's (1975) study also establishes family members need for information.

Hampe (1975) interviewed 27 spouses during the terminal illness of their mates. A

semistructured interview with open-ended questions was used to elicit data on needs

perceived as helpful by spouses of terminally ill patients. Of the eight needs identif,red

in the study, two were concerned with information. The need "to be informed of the

mate's condition", and the need "to be informed of the impending death" were

consistently identified as being important to family members.
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Wright and Dyck (1934) explored the needs of family members throughout the

cancer experience. Semistructured interviews and a Likert-type questionnaire were

used to collect the data. The interviews revealed that family members had difficulty

obtaining information about the cancer patient. This was a first concern by 16% of

the respondents (n=27).Family members had difficulty obtaining concrete answers

from doctors, trying to reach doctors, obtaining information by telephone, or finding

out about the patient's daily progress from nursing personnel. In addition to the

interview, family members were asked to respond to a 12 item Likert-type needs scale

which reviewed family and patient focused needs. Results showed that during the

terminal stage of illness the second highest priority was the need to be kept informed

about the patient's condition.

Kristjanson (1986) interviewed twenty family members of patients admitted to

a palliative care unit to identify indicators perceived to be helpful and not helpful in

the care of patients and families. The family members of this study also described the

importance of information giving behaviours. Family members wanted to obtain

information about the signifrcance of the patient's symptoms, changes in patient's

treatment regime, and that caregivers were straight forward when answering their

questions. Families members also identified the importance of having enough

information and many mentioned the significance of how the information was shared.

Further research by Krisdanson (1989) indicated that family members consistently

ranked the need for information as most important to family care during the terminal

illness trajectory. Families wanted honest responses to their questions and specific
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information that would be helpful to them in providing care to the cancer patient.

Other resea¡chers have attempted to determine the needs of family members

who are caring for the cancer patient in a home setting. Family members in the home

care setting also consistently ranked information needs as a high priority (Hileman &

Lackey, 1990; Hockley, Dunlop, & Davies, 1988; Rose, 1976; Welch, 1981;

Wingate & Lackey, 1989). However, this group required specific information or

knowledge about how to care for the cancer patient at home. They also required

specific information about how to control patient symptoms such as pain, nausea, and

vomiting.

Assurance of Patient's Comfort

Another common theme in the literature is the family's need for assurance of

the patient's physical and emotional comfort. Irwin and Meier's (1973) study

concluded that family members perceive the supportive care behaviour "always try

and make my relative comfortable" as a high priority. Other researchers (Freihofer &

Felton, 1976; Hampe, 1975; Wright & Dyck, 1984) have vaiidated Irwin and Meier's

(1973) findings.

A more recent study conducted by Krisdanson (1989) revealed the most

important patient care items perceived by family members were related to thorough

medical care. Family members wanted the patient's pain to be relieved promptly and

effectively, and that the patient receive the best possible medical care. Prompt medical

care, as viewed by family members, included: having the patient's symptoms relieved

quickly, diagnosis and treatment options investigated promptly, and feeling/knowing
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that the physician was trustworthy and available to meet the patient's needs. Family

members also perceived the cancer patient's comfort to be important to the care of the

patient and themselves (Kristjanson, 1986).

Researchers who have explored family needs and concerns in the home care or

hospice setting have also demonstrated family member's concern with the cancer

patient's comfort level. Ba¡zelai (i981); Ferrell, Ferrell, Rhiner, and Grant (1991);

Grobe, Ilstrup, and Ahmann (1981); Hockley, Dunlop, and Davies (1988); Hull

(1990); Krant and Johnston (1977-78); Rosenbaum and Rosenbaum (1980); and

Skorupka and Bohnet (1982) have documented family members' overwhelming

concern with the patient's comfort. Often family members in these settings feel

inadequately prepared to deål and manage with the cancer patient's physical

symptoms, especially pain management. K¡ant and Johnston (1977-78) also found that

family members found it difficult to bear and witness the cancer patient's pain. Often

caregivers rate the patient's pain as extremely distressing to the patient and themselves

(Ferrell, Ferrell, Rhiner, & Grant, 1991).

Expression of Feelings

The literature also suggests that family members have a need to express their

feelings, and to feel that heatth care professionals are interested in what they have to

say. Hampe's (1975) study revealed that two of the eight needs of grieving spouses

we¡e related to expressing their emotions. Family members identified the need " to

ventilate emotions", and the need for "acceptance, support, and comfort from health

care professionals". Similar findings have been reported by Irwin and Meier (1973);
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Wright and Dyck (198a); and Krisdanson (1986, i989). Emotional support is also

perceived as important to family members who are caring for the cancer patient in the

home or hospice setting (Grobe, Ahmann, & Ilstrup, 1982; Hockley, Dunlop, &

Davies, 1988). Family members in this setting felt that heâlth care professionals and

members and friends of their own famiiy often did not provide the necessary

emotional support during the cancer patient's terminal illness.

Participation in Patient Care

During the terminal stage of the cancer patient's illness, family members also

have a need to be with the patient and to participate in their care (Krisdanson, 1983).

Research by Hampe (1975); Kristjanson (1986); and wright and Dyck (1984)

indicates that family members want to be involved in the care of the patient, Often

family paficipate in patient care by running errands, getting the patient nourishment,

giving back rubs, straightening the bed, and calling the nurse. Family members often

feel important and worthwhiie when they are able to help the cancer patient. When

family members observe and participate in the care of the loved one, they are

provided the opportunity to give and receive satisfaction in the remaining time

allowed with the cancer patient (Richmond & Waisman, 1975).

The literature also suggests that some family members have a need to simply

be with the terminal cancer patient (Breu & Dracup, 1976; Gregory & Longman,

1992; Hampe, 1975; Wright and Dyck, 1984). During the terminal illness rrajectory

family members wish to maintain a presence at the patient's bedside. Haggmark

(1990) also concludes that relatives have a need to spend time with dying patients.
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Often as the patient's physical he¿lth deteriorates family members expectations may

change. A sense of "doing" may be replaced with a more general sense of "being"

with the loved one (Herth, 1993). Being involved with patient care and ultimately the

patient's death may facilitate bereavement outcomes.

In summary, families of terminally ill cancer patients have unique needs

during the terminal cancer trajectory. Health care professionals are in a unique

position to help families meet these needs. By meeting the family's need to obtain

information, being assured of the cancer patient's comfort, and expressing their

emotions, health care providers may facilitate a more positive experience during the

cancer journey.

Nursing Interventions in The Terminal Phase of Illness

The famiiy unit is perhaps the most important social unit within which illness

occurs. Cancer patients do not contend with their terminal illness in a vacuum;

regardless of family size or the presence of informal or formal supports, the cancer

patient will attempt to manage the cancer experience within the context of the family

unit. Hence, health care professionals must view cancer as a family disease

(Krisdanson, 1986; Kristjanson, 1989; Welch-McCaffrey, 1988).

Nurses who care for the dying face demands and stresses that are unique and

at times overwhelming (Scalon, 1989). They must be honest in their communication

about death and dying with family members, and also recognize that their

interventions, actions, and words may cause the patient and family members severe

emotional distress and suffering. The nurse's body language, posture, and manner of
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approach influence interactions with family members and patients. Nonverbal

messages are conveyed to families by the way they are asked questions, touched, and

shown compassion and kindness (Welch, 1981).

According to Welch's (1981) study appropriate nursing interventions with

family members of terminally ill patients may significantly decrease family member's

anxiety during the cancer experience. Each family has its own structure, function, and

adapts in its own unique way to the tensions, conflicts, and crisis of life (Logan,

1988). Each family also has its own cultural system, moral and ethical values, and

beliefs about the cause of the patient's terminal illness, and about health, illness, and

death. It is therefore crucial to consider the family's attitudes, behaviours, and coping

mechanisms towards death and dying when assessing their response to the terminal

illness experience (Caruso-Herman, 1989).

Nursing Interventions Directed Towards the Cancer patient

A consistent theme throughout the research is the family members's desire to

having nursing interventions directed towa¡d the patient rather than towards

themselves (Freihofer & Felton, 1976;Hampe, 1975; Irwin & Meier, I9j3;

Kristjanson, 1986; Krisdanson, 1989; Iæwandowski & Jones, 1988; wright & Dyck,

1984). Often family members will evaluate their satisfaction with patliative care in a

positive fashion if the cancer patient's needs are met (Krisdanson, 1986). Meeting the

cancer patient's physical and emotional needs may be crucial to the family's peace of

mind. Family members are particularly troubled when they see their loved one

uncomfortable or in a considerable amount of pain. Family member's often express
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the sentiment "when they hurt I hurt also!" Relatives who witnesses their loved one in

pain and discomfort may have negative feelings of the patient's death and may have

difficulties in the bereavement period. Hence, the nurses' ability to manage pain and

prevent suffering is associated with a measure of excellence in palliative care (Roy,

1,979).

Expressive and Instrumental Nursin g Interventions

Although substantial literature suggests family members desire nursing

interventions be directed towa¡ds the patient, there is evidence that family members

have unique needs of their own during the terminal care experience. Both patients and

families engage in various types of "work" when they are faced with the inevitable or

uncerûain death of a loved one (Martens & Davies, 1990). Since family members are

not passive recipients in the cancer care experience, effective nursing interventions

need to be tailored to include family members as recipients as well as providers of

care (Martens & Davies, 1990; Welch, 1981).

Nursing activities in caring, for family's of relatives with terminal cancer, may

be conceptualized as expressive and/or instrumental (Mayer, 1986). Expressive

activities are those that establish trust, faith, hope, sensitivity, acceptance of feelings,

compassion, empathy, touch, warmth, and genuineness. Expressive activities also

offer support, which may include nurturing, surveillance, comfort, protection, and

environmental modification, such as respecting and acknowledging privacy and

territorial needs.

Instrumental activities are seen as physically action oriented and cognitively
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oriented helping behaviours (Mayer, 1986). Many family members want and need to

participate in the patient's care. Nursing interventions need to be geared in

demonstrating and informing family members of this task (Welsh, 1981).

Other helpful nursing interventions have been identif,red in the literature. The

most common nursing behaviours from these studies are: providing family members

with emotional support, facilitating communication between family members and other

health care professional, ailowing the family time with the dying patient, giving

personalized patient care, and providing relevant information to family members

(Berman, Cragg, & Kuenzig, 1988; Giacquinta, 1977; Hampe, 1975; Lewandowski &

Jones, 1988; Lugton, 1989; Northouse, 1984; Tornberg, McGrath, Benoliel, 1984;

Wellisch, 1985).

Critical Nursing Interventions

The literature identifies several helpful nursing interventions to support family

members during the terminal illness event. Degner, Gow, and Thompson (199i) have

identif,red seven positive critical nursing behaviours in care for the dying. The

following is a brief description of these seven behaviours.

1. Responding during the death scene: Positive behaviours include creating a

calm and relaxed environment, and creating a sense of peace and dignity. Nurses

contacted relatives to inform them of the patient's impending death and allowed the

family to be present at the time of death.

2. Providing comfort: These nursing measures include controlling and relieving

the patient's physical discomforts, especially pain.
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3. Responding to anger: Nurses are able to identify the family's source of anger

and show respect and empathy in these situations.

4. Enhancing personai growth. These behaviours demonstrate the nurse's personal

role in caring for the dying patient. This role definition allows nurses to experience

personal growth as a result of their involvement with care.

5. Responding to colleagues: Nurses are able to develop relationships with

colleagues for feedback about the quality of nursing care and for personal support.

6. Enhancing the quality of life during dying: These are strategies that nurses use

to enhance the patient's quality of life.

7. Responding to the family: These are nursing behaviours that respond to family

member's need for information, reduce the potential for future regret, and include the

family in patient care as appropriate.

In regards to this study, family members' perception(s) of care provided

during the terminally ill cancer patient's last24 hours of life may be influenced by

how thorough health care professionals carry out the above interventions. The above

interventions may contribute to positive components of the care milieu important to

family members during the terminal cancer illness experience.

Supportive Nursing Behaviours

Research by Davies and Oberle (1990) and Heslin (1989) describes the nurse's

role in supportive palliative ca¡e. A beginning model of the supportive role in

palliative care was developed by Davies and Oberle (1990). The model is comprised

of six interwoven but discrete dimensions: valuing, connecting, empowering, doing
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for, finding meaning, and presewing own integrity. Empowering, doing for, f,rnding

meaning, and preserving own integrity reflect themes that are similar to the nursing

interventions outlined by Degner, Gow and Thompson (1991). The following are brief

descriptions of these supportive nursing behaviours:

1. Empowering: Empowering is strength giving and innervating. It allows the

patient and family to do for themselves to meet their own or other's needs.

2. Doing for: Doing for is focused on the physical care of the patient and family.

3. Finding meaning: In this situation the nurse attempts to help the patient and

family make sense or find meaning in the cancer experience.

4. Preserving own integrity: Is the ability of the nurse to maintain his/her feelings

of self-worth and self-esteem, and to maintain energy levels. These tasks are essential

for the nurse's effective functioning in the patliative care setting.

Heslin's (1989) research identifîed supportive behaviours of staff nurses in a

palliative care setting. The "family care" category represents nursing interventions

that facilitate expression of emotions, enabling conflict resolution, and teaching

effective communication strategies. Descriptions illustrating the concept of

"petsonhood" were provided through supportive interventions of comfort, activity and

rest, nutrition, and the reaffîrmation process of life review and preview. The category

"symptom control" was viewed by nurses in this study as the cornerstone of palliative

care. The ability to manage the patient's pain and discomfort was viewed as crucial to

effective palliative care.

As the cancer patient and family move through the stages of the cancer illness
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experience, the needs for ca¡e change, and the role of the nurse may shift. Often

when death draws near the nurse assumes an indirect role in caregiving activities and

may function as a facilitator or coach for the family. It is important for nurses to help

the family sea¡ch for meaning and understanding of the illness experience, and to

provide emotional support and comfort (Northouse, 1984). It is also important to

realize that family members are not passive recipients of the terminal care experience.

Often family members want and need to be involved in the care of the patient and

spend time with them as death draws near. When family members observe and

participate in the ca¡e of the loved one, they are given the opportunity to give and

receive satisfaction in the remaining time allowed (Richmond & Waisman, 1975).

In summary, researchers have identified critical and supportive nursing

interventions in caring for families of cancer patients (Degner, Gow, & Thompson,

1991; Martens & Davies, 1990; Welch, 1981). However, further research needs to be

undertaken to determine family members' satisfaction with nursing care during the

terminal cancer experience, and to determine if the nursing interventions influence

outcomes, such as bereavement.

Suffering

Attending to human suffering has long been recognized as a mandate of the

nursing profession (Davitz &Davitz, 1980; Travelbee, 1966). The nurse's encounter

with, and palliation of suffering is a central aspect of nursing practice (Gregory &

Longman, 1992; Steeves, Kahn, & Benoliel, 1990). Nurses are inspired and

encouraged to ease suffering and to provide cornfort to patients and families
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@attenfield, 1984). A discrepancy exists, however, between nursing's public

disciplinary rhetoric which advocates attending to human suffering and the theoretical

formation of the concept which is often disregarded by the helping profession

(Gregory & I-ongman, 1992). The theoretical conceptualization and explanation of

"suffering" may facilitate health care professionals to understand the piight of those

who suffer - the patients and their respective family members. In relation to this

research project, the suffering perspective offers a unique "lens" for acquiring an

undersüanding of how families manage and live through the terminal cancer illness

situation and their subsequent reactions and behaviours displayed during this illness

trajectory and in the bereavement period. The suffering perspective also offers a

comprehensive and holistic approach to understanding and respecting family members'

experiences, reactions, and perceptions of the careldying milieu. Suffering addresses

the importance of personhood, people suffer not bodies.

Def,rnition of Suffering

It is difficult to articulate the concept of suffering using linguistic parameters

because the term often eludes a crisp and clear definition (Battenfield, 1984). When

dissected, its complexity and uniqueness are often lost in the neat categories that often

serve the convenience of the researcher (Battenfield, 1984). To further complicate

matters, suffering is often defined and confused with other related concepts such as

pain, stress, anxiety, quality of life, and grief and loss (Starck & McGovern , 1992).

These parallels may minimize the suffering experience endured by persons by

removing the suffering from human experience (Gregory & Longman, 7992).
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Travelbee (1966) was the first nursing theorist to introduce the concept of

suffering. According to Travelbee (1966), suffering is a personal and unique

experience, and concern for those who suffer is the core of the nursing ethic. Each

individual perceives and inte¡prets the meaning of a suffering experience in his or her

own unique way. Suffering may be conceptualized as "...a feeling or displeasure

which ranges from simple transitory mental, physical, or spiritual discomfort to

extreme anguish..." (Travelbee, 1966, p. 70).

Recently, efforts are being made to capture the essence of human suffering

(Gregory, 1994). Attempts are aiso underway to articulate the defining attributes of

the suffering experience (Chapman & Gavrin, 1993; Ferrell, Rhiner, Cohen, & Grant,

1991; Gregory, 1994; Kreidler, 1984; Lindholm & Eriksson, 1993).

Suffering is seen as a universal human experience that has been likened to an

in between state of existence for an individual (Norris, 1990). It is viewed as an

enduring state that precipitates a perceived or actual threat to the integrity of the self

(Cassell, I99l; Chapman & Gavrin, 1993; Roy, 1993). Since human suffering is

experienced by persons, not merely bodies, it may cause severe distress associated

with events that may threaten the intactness or wholeness of an individual (Ferrell,

1993). Suffering may be accompanied by a sense of hopelessness and helplessness in

the face of a threat, and exhaustion of psychosocial and personal resources for coping

(Roy, 1993). The complexity of suffering may be associated and understood within

the context of an individual's past, present, and future tragedies and losses (Gregory,

1994; Kleinman & Kleinman, 1991; Starck & McGovern, 1992).
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The Work and Meaning of Suffering

Suffering is usually considered as a negative experience and a destructive force

(Gregory, 1994). Making sense and ascribing meaning to the suffering experience is

often seen as a prerequisite for heating to take place (Battenfîeld, 1984; Kreider,

1984). Gregory's (1994) research on suffering indicates that cancer patients who are

unable to "work through" their suffering are overwhelmed and consumed by the

cancer invasion and are unable to make their suffering more bearable. The cancer

experience for these patients was seen as a form of "torture" (Gregory, l9g4).

Ascribing meaning in suffering is often viewed as a goal for patients by health

care professionals. Battenfield (1984) proposes that finding meaning is the apex of the

suffering experience and is reflected in the ability to find meaning in one's life.

Battenfield (1984) encourages nurses to help patients find meaning in suffering.

Gregory G994) questions whether hnding meaning in the suffering experience should

be a directive of he¿lth care professionals. Patients who are unable to f,rnd meaning in

their suffering may be seen as "failures" by health ca¡e workers. According to

Gregory Q994) finding meaning in suffering is less relevant that what individuals

experience as persons who live and ultimately die with cancer (or other disease

processes).

Gregory's (1994) research indicates that some cancer patients are able to

transcend suffering. These individuals were able to capture and nourish what was

central and meaningful in their lives, and they subsequently were able to prevent

suffering from completely consuming their bodies and spirit. The foundation for
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transcending suffering lies in the hearts of those who suffer, and allows one to

recognize what is important and valued in life and what matters in the possibility of

death (Gregory, 1994).

Familv Sufferins

Suffering has been conceptualized as a unique and individualistic experience.

Every individual suffers differently (Starck & McGoven, 1992). The concept of

suffering, as it relates to families, is sparse in the research literature. Researchers

have not envisioned the voices of "collective sufferers" among family members. A

systems theoretical perspective is often cited as the theoretical framework for many

research studies, but many times this concept is not integrated throughout the research

methodology and design (Northouse & Swain, 1987; Nugent, 1988; Triangali, 1986;

Welch, 1981). These flaws in research design may in fact invalidate the generalization

of the f,rndings made about individual family members to the family as a collective

unit.

Empathic Witness and Family Suffering

Research suggests that family members are empathic witnesses to the suffering

of a loved one and also suffer themselves (Battenfield, 1984; Gregory & English,

1994; Gregory & Longman, 1992; Kleinman, 1988). Family members who observe

and witness a loved one's suffering may share the individual's suffering empathically

(Wilson, Balszer, & Nashold, 1976). Weisman (1972) identified two types of

suffering, primary suffering, which develops from pathology, and secondary

suffering, which represents the demoralizing significance of total distress experienced



42

by both patients and family members. Kastenbaum (1987) coined the term "vicarious

grief" to describe the sorrow one feels for a loss suffered by another. The

manifestations of sorrow are comparable to the myriad number of symptoms

experienced by a person in response to a personal loss. In both vicarious and direct

grieving, "there is often weeping, sighing, chill, a sense of emptiness and

constriction, difficulties in sleeping, loss of appetite, and an obsessional review of

what happened and how it might have been avoided" (Kastenbaum, 1987, p. aa7).

The phenomena of vicarious grief parallels the lived experience of suffering that

families may endure when they are empathic witnesses to another's suffering.

Empathic Witness and Symptom Distress

Cancer is the second greatest cause of death in Canada. Experts predict that as

our population ages the number of individuals diagnosed with cancer may increase by

as much as 50 percent (Proceedings from a Roundtable, February, 1993). A

significant number of these patients will progress to the terminal phase of the illness

trajectory and eventually succumb to death. To highlight this point, Statistics Canada

(1993) estimated that there were 116,200 new cases of cancer and 59,700 deaths from

cancer in Canada in 1993.

Symptom control during the cancer illness trajectory still represents a

challenge for clinicians. This challenge is amplified by the fact that palliative care

programs a¡e underdeveloped and underfunded in Canada. According to Mount,

Scott, and Cohen (1993) there were 345 palliative care programs within Canada - a

reduction from 359 programs in 1986. This limits the number of palliative care
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programs available to those who require these services. Many cancer patients may not

have access to programs where physicians and other heaith care professionals are well

schooled in the fundamental principles of cancer pain management and the basics of

palliative care (Proceedings from a Roundtable, February, 1993). Compounding this

situation are the unmet needs of terminal patients: unrelenting pain and poor symptom

management (Gregory & English, 1994).

A signif,rcant number of patients with cancer pain do not receive adequate pain

relief and symptom management (Proceedings from a Roundtable, February, 1993).

Mount, Scott, and Cohen (1993) observe that there is "the existence in Canada of an

unacceptable residual burden of suffering potentially responsive to palliative care... "

(p. 396). Pain, dyspnea, and nausea are the predominant features in care of the dying

that often elude effective clinical management. Ventafridda, Tamburini, Caraceni, De

Conno, and Naldi's (1987), retrospective study of 1,229 advanced cancer patients

treated for cancer pain, report that complete relief of pain is rarely achieved, and pain

may be maintained at about one third of its pretreatment severity. Further studies by

Bruera (1993); Higginson, Wade, and McCarthy (1992); and Fainsinger, Miller, and

Bruera (1991) reveal that symptoms such as pain and dyspnea are difficult to control

during care of the dying patient.

Although findings are inconsistent, as death approaches symptom control for

cancer patients may be more difficult to achieve. According to Ventafridda,

Ripamonti, De Conno, and Tamburini (1990) "the lack of control of physical

suffering among cancer patients in the last days or hours of life is a common medical
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problem..." (p.7). McKegney, Bailey, and Yates (1981); Higginson and McCarthy

(1989); and Reuban (1986) found that patient's symptoms often increased during the

last few days of life.

"Family members who are empathic witnesses to a trajectory of dying in

which symptoms are not well controlled suffer greatly" (Gregory & English, 1994, p.

20). Research by Cameron and Parkes (1983), on the evaluation of terminal care of

surviving family members of cancer patients, indicates that "...relatives of patients

who have suffered severe, unrelieved pain before death, are left with intense feelings

of anger which disturb their sleep and impair their grieving" (p. 76).

In summary, famiiy members' experiences during the terminal iliness

trajectory and at the time of the patient's death may influence their assessment of all

the care received during the patient's terminal illness. These perceptions may

influence family members future physical and psychological morbidity (Sykes, 1992).

Family members who are empathic witnesses to suffering also suffer.

Attending to the social relations of suffering as it relates to families is signihcant

(Kristjanson, Gregory, & Kuypers, 1994). Often when family members, who observe

their loved one's suffering, are left with a memory of the patient experiencing

persistent symptoms during the bereavement period (Sykes, 1992). Managing

components of the care milieu, that are perceived as important to family members,

may reduce this suffering and prevent them from becoming our future patients.

The Terminal Illness Situation and The Bereavement Period

The literature suggests that there are many factors, events, or situations that
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may influence family member's behaviour(s) in the terminal illness period and in the

bereavement period. These factors include: (a) defining the terminal care situation

(Glaser & Strauss, 1965); (b) patterns of dying (Glaser & Strauss, 1968); and (c) "the

death surround" (Rando, 1984). Although a combination of factors may have a

significant impact on family members each factors will be individually discussed and

analyzed.

Defining the Terminal Care Situation

Various researchers have identified the importance of defining the terminal

care situation as a factor that may influence family and health care professionals

behaviour(s). According to Glaser and Strauss (1965) interactors (such as health care

professionals and family members) behaviours and interactions towards the cancer

patient will be influenced by their awareness contexts of the patient's illness status.

The authors describe four types of awareness contexts of those involved in the illness

situation. Awareness contexts are defined as what each individual involved in an

illness situation knows of the patient's defined illness sûatus, along with his/her

recognition of others, who are also involved in the illness situation, awareness of

his/her own definition. It is within the boundaries of these awareness contexts that

people interact and respond to one another. The awa¡eness contexts are not static, but

change over time and may be redefined by people involved in the illness situation.

Although Glaser and Strauss (1965) define these awareness contexts as occurring

between patients and health care providers, families may also participate or

collaborate in maintaining a particular awa¡eness context. The following are brief
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descriptions of the four types of awareness contexts described by Glaser and Strauss

(ie6s).

1. Closed awareness: In this situation the individual (patient) does not recognize

their impending death.

2. Suspicion awareness: Here, the patient does not know for sure that they are

dying but they have varying degrees of suspicion that the hospital personnel may

believe them to be terminal.

3. Mutual pretence: The hospital personnel and the patient both know the patient

is going to die but the patient and staff pretend otherwise.

4. Open awareness: The staff and the patient know and acknowledge the patient is

dying and this is displayed in their actions (Glaser & Strauss, 1965).

It is clear that individuals will vary in their awareness contexts of a terminal

illness situation and they may redefine the awareness contexts at any given time

during the patient's illness trajectory. A family may arrive at a consensus of a

patient's illness status at different times and may achieve consensus of this definition

through communication and interactions between family members (Glaser & Strauss,

1965; Krisdanson, 1983). Weisman (1979) describes various definitions of a terminal

situation that cancer patients verbalize. "Middle knowledge" is defined by Weisman

(1979) as a blend or fusion between awareness, acceptânce, and denial of the terminal

situation. The term designates an awareness that is fluctuating between knowing and

not knowing at the same time (Weisman, 1979).

The significance of labelling or defining the terminal phase of an illness
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trajectory has also been recognized by other researchers. According to Martocchio

(1982), two labels may be assigned to patients who are facing imminent death. The

labels, "high risk of dying" and "dying patient" are sociaily derived labels that

influence interactions between health care providers, patients, and families. The "high

risk of dying" label is often assigned to patients based on their diagnostic label,

prognosis, or observable physical deterioration. The label, "dying patient" is applied

when death is inevitable within a fairly predictable period of time. These labels a¡e

not clearly defined and may change over time. l¿bels of illness trajectories arise as

people make inferences about the behaviours of individuals around them. This

information leads to more inferences and further fluctuations of the label.

An agreement on the particula¡ label that a patient is assigned is reached

through interaction and sharing of information among health care professionals,

families, and patients. All participants use their own frame of references and cues to

define the situation. Through a process of negotiation, the actors arrive at a consensus

about the label (Martocchio, 1982). Kristjanson (1983) also found that the def,rnition

of a terminal situation did not always occur at the same time for all family members.

Defining a situation as terminal depends on family member's views on the appropriate

length of time they felt the cancer patient should survive, the attitudes and approaches

of health care providers, and the meanings family members attached to various

medical interventions. The definition of the cancer patient as terminal is a significant

aspect of family member's cancer illness experience. This interpretation in turn will

affect decisions and interactions between family members and between family
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members and the cancer patient (Krisdanson, 1983).

In comparison to Glaser and Strauss's (i965) frndings, Martocchio (1982) and

Kristjanson (1983) report that there are cognitive as well as social and affective

aspects involved in def,rning the terminal care situation. Confirmation of the terminal

illness label by family members may occur through observing health care providers

actions and behaviours, information sharing, and the rights and obligations granted to

the dying patient that provide cues to reinforce the terminal label. As family members

search for structure, bargain for rules of behaviour, and negotiate for identities and

toles, they are attempting to def,rne the terminal care situation by identifying the

behaviours and interactions that determine the definition.

In summary, numerous factors may be important in defining the ca¡e situation

as terminal. Glaser and Strauss (1965) report that interactions which transpire between

the dying patient and others guided awareness of the dying state. However, it is also

important to determine and describe social variables that contribute to family

members' perceptions of care during the terminal care situation.

Patterns of Dying

Chronic illnesses, such as cancer, are often manifested by various patterns of

dying or illness trajectories. The organization of nursing and medical care of the

terminally ill person may be influenced by these patterns of dying (Holing, 1986).

The illness career or dying trajectory also influences the type of behaviours and

interactions between the cancer patient, heâlth care providers, and family members

(Glaser & Strauss, 1968).
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According to Glaser and Strauss (1968), dying trajectories are perceived

events. Based on expectations of how a death will proceed, the patient, family, and

health care professionals organize and plan for the dying process. The expectations

and pattern of a dying trajectory may have a tremendous impact on family members

(Holing, 1986). For example, Glaser and Strauss (1968) describe various types of

dying trajectories that chronically ill patients may encounter. Examples of various

types of dying trajectories are: (a) the abrupt trajectory, where the patient dies

suddenly; (b) expected swift trajectory, where the patient dies as expected; (c)

expected lingering while dying, this trajectory may be found in the cancer patient; (d)

suspended-sentence trajectory, where the patient is sent home and may live for several

years; and (e) entry-reentry trajectory where the patient vacillates between the home

and the hospital setting (Glaser & Strauss, 1968).

The dying trajectory of every cancer patient has two outstanding features.

First, the dying trajectory takes place over time. The trajectory can vary greatly in its

duration (Glaser & Strauss, 1968). Second, a trajectory has shape, it may be graphed.

A related concept that serves as an indicator of shape is called a critical juncture. A

critical juncture is an event, either emotional or physical, and may be seen as "turning

points" in the cancer patient's dying trajectory (Holing, i986). The properties (shape

and duration) are not entirely physiological in nature. "They are both perceived

properties; their dimensions depend on when the perceiver initially defines someone

as dying and on his expectations of how that dying will proceed" (Glaser & Strauss,

1968, p. 6).
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When a terminally ill patient enters the hospit¿l questions arise concerning the

certainty and timing of death. Certainty of death means the degree to which the

physician or nurse is convinced the patient will die. In comparison, the timing of

death relates to the expectation of when death will occur or when the uncertainty

surrounding the death will be resolved (Glaser & Strauss, 1968).

Variation in understanding of certainty and timing of de¿th yield four types of

death expectations: (a) certain death at a known time; O) cerüain death at an unknown

time; (c) uncertain death but at a known time when the certainty of the patient's death

will be established; and (d) uncerüain death and an unknown time. These various death

expectations are key determinants in how family members, patients, and staff will

interact and behave during the dying process. The type of de¿th experience will also

influence the amount of preparation for the occurrence of various critical junctures

during the illness trajectory (Glaser & Strauss, 1968).

Ma¡tocchio's (1982) research has also led to the discovery of four patterns of

dying which culminate in death. The organization of patient care, and family

member's behaviours and interactions are highly influenced by the pattern of the

cancer patient's dying trajectory. The four patterns of dying are: (a) peaks and

valleys, which is characterized by periods of exacerbations and remissions in the

course of the illness trajectory; (b) descending plateaus, which represents general

deterioration in the illness trajectory with no return to the former level of health; (c)

downward slopes, where the illness is persistently progressing; and (d) gradual slants,

that reflects a more slowly moving, even descent to dying (Martocchio, 1982).
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In summary, the perceived death expectations for the patient that family and

staff hold will influence interactions and behaviours during the death and dying

process. The degree of congruence between the family's and health care professionals,

death expectations may influence how family's respond to the dying trajectory and

critical junctures (Glaser & strauss, 196g; & Martocchio , rgg2).

The Death Sur¡ound

The term "death surround was coined by Rando (1984). According to Rando

(1984) family member's grief may be determined by a unique combination of

psychological, social, and physiological factors. Research by Steele (1990), Rando

(1984), and Yancey et al. (1990) has been undertaken to investigate the concept

"death sur¡ound" as a predictor of grief responses in families of cancer patients. The

de¿th surround is the immediate circumstances of the death and include: location of

death, type of death, reason for death, and degree of preparation for de¿th. Results

from these studies indicate inconsistent findings related to the significance of these

factors. According to Kristjanson and Sloan (1991), the components of the careldying

milieu may be important to delineate and may explain more in terms of bereavement

outcomes than the concept of de¿th surround. Kristjanson (1983) found that the type

of death experienced by the patient (i.e. peaceful versus disruptive) and whether or

not the family member was present at the time of death influenced grief in the

bereavement period.

During the terminal illness period family members may have concerns about

the cancer patient's death (chekryn-Reimer, Davies, & Martens, rggl; woods,
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I-ewis, & Ellison, 1939). Lugton (1989) found that the prospect of death did nor cause

as much anxiety for people as the anxiety associated with the imagined effects of

cancer, such as suffocating or uncontrollable pain (Lugton, 1989). Family members

may maintain a "hospital vigil" if they believe the cancer patient is receiving sub-

optimal nursing care (Welch, 1981). More specifically, family members may become

extremely upset with the standard of nursing care as it relates to pain management

(Lugton, 1989). It is apparent that significant others are unable to tolerate or observe

the cancer patient's pain (caruso-Herman, 19g9). when family members are

dissatisfied with the quality of nursing care given to the cancer patient, they often

ruminate about the poor care in the bereavement period (Vachon et al., 1977). Rose

(1976) also describes the importance of events preceding the cancer patient,s death.

Family members perceptions of a peaceful or disruptive death will be influenced by

the events and circumstances preceding the death. For example, if the patient is

subjected to various tests or x-rays right before the death, these interventions may be

viewed by the family as contributing to a disruptive death.

Family members may also experience guilt in relation to not being with the

cancer patient at the time of death (Galtoway, i990). Often family members express a

desire to be present at the death scene and to be warned or prepared for the patient,s

impending death (Hampe, 1975; Krisdanson, 19g3). For family members, being at the

death scene and being involved in the death process may facilitate the bereavement

process @erman, crass, & Kuenzig, lggg; smith & Hill, 1g7g; yancey & Greger,

1990).



53

In summary, it is important for nurses caring for terminally ill patients to

understand and manage components of the care/dying milieu that are perceived as

important to family members. Family members often have vivid memories of this

careldying milieu and the circumstances and events surrounding the death that remain

with them fa¡ into the bereavement period. Therefore, to facilitate a more positive

death experience for these individuals, understanding the factors that influence this

event is warranted.
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CHAPTER THREE

METHODOLOGY

This chapter will outline the methodology that was used to guide this research

study. An ethnographic approach was used to explore and describe families'

perceptions of the care provided to terminally ill cancer patients during their 1ast 24

hours of life. The informants were recruited from a patliative care unit in the city of

Winnipeg. Semi-structured interviews were the main sources of data collection.

Patients' charts and death review tapes served as additional sources of information.

Ethical considerations \r/ere upheld throughout the study.

Design

An ethnographic approach was used to describe families' perceptions of the

care provided to terminatty ill cancer patients during their the last 24 hours of life.

According to Germain (1986) and Burns and Grove (1993) ethnography means the

"portrait of people". This research process is a method of collecting, describing, and

analyzing single or muitiple facets of a group's particular way of life or experience. It

is a way of categorizingor conceptualizing the way in which human beings create

meanings in their world (Aamodt, l9g9; Marcus & Fischer, 19g6). Through

fieldwork, an ethnographer learns from informants the meanings they attach to

activities, events, knowledge, and behaviours (Germain, 19g6). The goal of

ethnographic research is to develop themes, patterns, connections, and relationships

that have meaning for a particular group (Aamodt, 19g9).

According to Kleinman (1992) "the most valid focus for ethnographies in the
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heålth field is the human experience of sickness and the work of doctoring and

nursing as a human practice" (Ir. 128). Kleinman (rggl; L992) suggests that

"miniethnographies" are appropriate for heålth care professionals and social scientists

to study these health related issues and concerns. Miniethnographies are highly

focused, and therefore, concentrate on a relatively narrow spectrum of society.

Kleinman (1992) believes "...ethnography deepens the study of human

suffering by reframing the experience of illness as interpersonal processes in a moral

context" (P. 127). Ethnographies of human illness experience should encompass the

felt experience of people. Illness experience and ,'. 
. . suffering is shaped and

determined by the ebb and flow of everyday experience" (Gregory & Longman , lgg2,

p. ßQ. This lived experience is influenced by macroforces, such as culture, and the

unfolding of our lived lives at the microlevel. (Gregory & Longman, 1992; Kleinman,

1991). This conceptualization of felt experiences does not deny the interiority of the

experience; but places the experience within social, psychological, and moral

processes that connect the interiority of the experience to a social context (Kleinman,

1991).

The lived experience of illness and suffering as described by Kleinman (Igg2)

offers health care professionals a unique "lens" to assess and understand patients' and

families' behaviour(s) and interactions during heå.lth and illness. The family's

response to the dying trajectory and death of the cancer patient may vary depending

on the macro and microforces that are present in each family's life during the illness

situation.
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Why Erhnography?

The Ethnographic method reflects general cha¡acteristics of quaJitative

research. Qualitative (and ethnographic) research is described by Benoliel (1984) as a

mode of systematic inquiry concerned with understanding human beings and the

nature of their interactions with themselves and with their environment. eualitative

research is hoiistic in the sense that it is concerned with human beings and their

environment in all of their complexities. "Qualitative research is often based on the

premise that gaining knowledge about humans is impossible without describing human

experience as it is lived and as it is defîned by the actors themselves" (polit &

Hungler, 1991, p. a97).

Context preservation, rather than context control, is essential to understanding

human behaviour in ethnography and qualitative research. This holistic approach

incorporates the "emic perspective" which elicits and addresses data from the natives'

perspective. An inductive approach to data analysis and theory generation is also

characteristic of ethnographic work. Ethnography also involves an interactive

approach. This approach acknowledges that informants, who provide data, are co-

participants in the research process (Germain, 1993). This resea¡ch project involved

understanding and describing families' perceptions of care during terminally ill cancer

patients' last 24 hours of life. In order to accomplish this goal, it was essential to

incorporate families' perceptions of this care experience.

Ethnography contributes descriptive and explanatory theories of human

behaviours and meanings. According to Dier's (1979) levels of scientific inquiry, as
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outlined by Germain (1986), ethnographic research answers level one, or factor

searching, research questions. This involves describing a phenomena. Level one

research questions are appropriate when little is known about the phenomena of

interest. Iævel two, or factor relating, resea¡ch questions answer the question "what's

happening here?". Level two questions allow the researcher to look for themes,

patterns, and relationships. Thus, ethnography is a theory generating scientific

methodology. Since families' perceptions of the careldying milieu has not been well

researched an ethnographic research study, using level 1 and level 2 research

questions, to investigate this phenomena was warranted.

Population

The target population was identified as bereaved (at least one to three months)

families living in Winnipeg, Manitoba who had experienced the cancer death of a

relative, on a palliative care unit. A broad def,rnition of family was used in this study.

Informants were asked to identify those individuals the dece¿sed patient considered as

family members. Thus, the family included one or more individuals who were bonded

to the deceased by marriage, birth, or other strong social ties.

Setting

A palliative care unit located in Winnipeg, Manitoba was selected as the

institution to facilitate sample selection. This palliative care program is designed to

provide ca¡e for patients with terminal illnesses. Improvement of quality of life and

symptom management are the primary objectives of the program.

The palliative care program consists of three components: A) out-reach
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services; B) home-ca¡e services; and C) in-patient services. The out-reach program

provides a link between the community and the hospital. Services that are available

through the out-reach program include: assessment of applicants/family and program

orientation, out-patient clinic, home visits, telephone follow-up, and consultations.

The home care component of the program offers support and services to

patients and families in the community setting. These services are provided by the

Manitoba Home Care Program.

The third component of the Palliative Care Program is the in-patient services.

This twenty bed unit provides care to the terminally ill client and his/her respective

family. The unit is staffed with Registered Nurses who work eight hour shifts. One

nurse will have approximately 4 to 5 patients on the day shift, 5 to 6 patients on the

evening shift, and on the night shift there are two nurses for twenty beds.

The in-patient twenty bed unit has private patient rooms, a family room, and

an area where families may watch television or sit and try to relax. Families also have

access to the services of a social worker and liaison nurse who are part of the

palliative care team. The setting and services offered on the palliative care unit may

influence how families respond and perceive the care experience during the last 24

hours of terminaily ill cancer patients' lives.

Informants

Random or systematic sampling methods are not appropriate for ethnographic

research. In ethnograPhy, informants or consultants are sought for their knowledge

and experience in the a¡ea under investigation (Germain , 1993). An appropriate
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informant is someone who has undergone or is undergoing the experience and is able

to reflect and provide detailed descriptive information about the phenomena (Morse,

1989). Informants must be selected or carefully chosen according to specif,rc qualities.

For example, informants must be knowledgeable about the research topic by virtue of

their involvement in the particular life event under investigation (Polit & Hungler,

1991).

A convenience sampling technique was used to recruit ten families for this

research project. Convenience sampling is a non-probability sampling technique. In

this type of sample, informants are selected if they are capable of increasing

knowledge and understanding of the phenomena under investigation (Field & Morse,

1985; Polit & Hungler, 1991). Such a sample is typical of ethnographic research.

Convenience sampling will result in a derivation of knowledge from those who are

best suited to articulate the phenomena under investigation, that is, those who have

lived it.

Inclusion Criteria

The following criteria were used to recruit families for this research project.

The members of that family were:

1. Selected by the palliative care team.

2. Had a terminally ill family member die, of any type of cancer, on the

palliative ca¡e unit. The patient must have been on the ward for at least 24 hours

prior to his/her death.

3. Was able to read, write, and understand English.



60

4. Was over the age of 18.

5. Resided in the city of Winnipeg.

6. Had been present at some point during the patient's last 24 hours of life.

7. Was willing to be interviewed approximately one to three months after the

patient's death.

Procedure

Recruitment

I had met and discussed this research project with the medical director, social

worker, and liaison nurse of the palliative care team. Following these discussions, the

following recruitment procedure was deemed acceptable by the Palliative Care Team.

1. The palliative care te¿m identified potential informants, that they believed were

appropriate for the study, during their team meetings. Participants who the palliative

care team believed were not suitable for the study were not approached by the

palliative care team to participate in this study. The thesis committee members and

myself recognized that this recruitment procedure may have resulted in a bias sample.

However, this was the protocol that was acceptable to the palliative care team.

2. The liaison nurse, for the palliative care program, agreed to be my clinical

contact person. The liaison nurse routinely telephones alatge percentage of bereaved

family members who have experienced the death of a relative on the palliative care

unit to inquire how the family is managing in the bereavement period. These

telephone calls are usually placed a couple of months following the patient's death.

During the follow-up telephone call, the liaison nurse briefly informed the
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family member about this research project. Under no circumstances was the family

member contacted by the liaison nurse before the cancer patient's death. To avoid

coercion, I developed an outline, approximately 4-5 sentences, which the liaison nurse

read to the potential participant on the telephone þlease see Appendix D). If the

family member was interested in learning more about the study, or if he or she agreed

to participate, the liaison nurse asked the family member's permission to release his

or her name and telephone number to myself. If the liaison nurse provided me with

more than the required number of phone numbers of potential participants, I would

have put the names in a hat and randomly select the eight to ten participants for the

study.

3. Upon receiving the names of potential participants from the liaison nurse, I

made the initial contact with the family member by telephone (please see Appendix

A). If the family member agreed to participate in the study, I asked him or her if

there were any other family members who met the inclusion criteria and who may

have consented to pafticipate in the study. (Please note six family members refused to

participate in this study, see Chapter 6 for further details). If the family member

believed that there were other ¡elatives that may have been interested in participating

in the study I asked the famity member if: A) he or she would prefer that I telephone

the other family members and explain the study to them; or B) he or she would prefer

to contact other family members himself/herself. I concluded the telephone

conversation by informing the family member that I would contact him or her in three

days to arrange a mutually agreed upon time and place for the interview to be
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conducted (most likely at the family's home).

There were several reasons for deciding to interview the family as a group.

According to symbolic interactionism theory, meaning arises in the process of

interaction with other people. Family members may dramatically effect how each

member thinks and feels about a particular event. A "working consensus" among

family members provides a situation with some regularity and predictability (LaRossa

& Reitzes, 1993). Therefore, a group interview was conducted when possible to

describe and capture the collective voice of families' perceptions of care provided to

terminally ill cancer patients during their last 24 hours of life. This interview

technique was also consistent with the theoretical design of the study. The aim is to

describe "families" perceptions of care; not individuals family members perceptions of

care.

Data Collection Technique

A. Interview

After meeting the famity members(s) and reviewing the purpose of the study, I

asked each individual to sign the consent form (please see Appendix B). permission

was obtained to tape record the interview.

A semi-structured, face-to-face interview was conducted with participants

meeting the inclusion criteria of the study. This type of interview style is appropriate

when trying to obtain data that is sensitive or personal (Polit & Hungler , lggl).

Open-ended questions allowed participants to respond to questions in their own

words. This method provided an opportunity to obtain data that are not pre-conceived
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by the investigator and generated thick description of the "death surround"

(Kristjanson, 1983). (Piease see Appendix C for a sample of the interview guide).

The interview took place at a mutually agreed upon place and time. The

interviews required approximately one to three hours to complete and were tape-

recorded. Field notes were made at the end of each interview after I left the

participant's home. Field notes included my observations of events and actions that

transpired during the course of the interviews (Fetterman, 1989). The f,reld notes also

reflected my experiences, ideas, fears, confusions, breakthroughs, and problems that

had occurred during the interview process (Spradley, \979). These observations

helped define the context of the interview and provided the researcher with further

insight into the lived experience of the families being interviewed.

At the end of the interview I thanked the participant(s) for their valuable time

and effort. The informants were encouraged that if they wanted to share any further

experiences or information I would conduct a follow-up interview at their

convenience. I telephoned the participants three days following the initial interview to

determine if they would like to be re-interviewed. Only one family agreed to be re-

interviewed for this study.

B. Death Review Tapes

De¿th review tapes made by staff nurses at the palliative care unit, following a

patient's death, were content analyzeÅ to obtain descriptions of the nursing care and

components of the dying trajectory during the last 24 hours of the terminally ill

cancer patient's life. The death review tape was analyzed after the respective
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participant(s) were interviewed. These death review tapes are routinely made by

palliative care nurses. The tapes offered a wealth of untapped knowledge that

provided rich and detailed descriptions of nursing care provided to patients and

families and components of the dying trajectory. The nurse recording the death review

tape often included a description of the family's reactions to the patient,s death,

interactions/interventions that were helpful, and not helpful to the family during and

after the patient's death, and his/her perception of how the family may cope in the

immediate bereavement period.

The staff at the palliative care unit review the death tapes during death review

conferences. These conferences are held on the unit approximately every week. Staff

nurses, the social wotker, head nurse, and liaison nurse usually attend these meetings.

Routinely, the death review tapes are not kept after they have been listened to by the

team. However, after discussion with the sociat worker, head nurse, liaison nurse,

and myself the team agreed that the tapes could be saved for the purposes of this

research project. I supplied replacement tapes to the palliative Care Unit.

I also met with the medical director, head nurse, social worker, and liaison

nurse of the palliative care unit to discuss how I would obtain consent to review and

transcribe the death review tapes. The above individuals agreed that I could have

access to these tapes.

After obtaining access approval from the hospital, the palliative care staff were

informed about this research project during a staff meeting. Staff nurses were

apprised that I would be accessing the death review tapes and patients' charts. The
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palliative care staff felt it was not necessary for me to meet with them to discuss and

explain this research project in more detail. The analysis of the death review tapes

may have caused staff nurses on the palliative care unit to feel threatened. The nurses

may have felt that I was "evaluating" the ca¡e they provided to patients and families.

The purpose of analyzing the de¿th review tapes was to obtain descriptions of the

nursing care provided to patients and families during the last 24 hours of life, and to

determine components of the dying trajectory that the nurses perceived as imporlant

or not important to families during this illness trajectory. To clarify the role of the

death review tapes in regards to this particular research project, I made myself

available to the staff nurses to answer any questions or concerns. However, during the

course of this project the staff did not have any questions or concerns. I will also

share the findings of this project with the staff upon completion of the study.

C. Chart Review

A third source of data was the patient's chart. Patients' charts were analyzed

to obtain nurses' descriptions of the dying trajectory and the immediate period

following patients' deaths. Notes were made from the chafs after the respective

participant(s) were interviewed. The supervisor of medical records was contacted to

determine the correct procedure to obtain consent to review patients, charts. After

receiving ethical approval from the Faculty of Nursing, University of Manitoba and

access approval from the hospital, I wrote the supervisor of medical records a letter

that briefly explained the purpose of this research project, the number of charts that

might be needed (eight to ten), and the length of time required to complete the
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research project. The director of medical records then reviewed the request and

granted permission to review the charts. I was asked to sign a pledge of

confidentiality.

Data Analysis

Data analysis "...is a test of the ethnographer's ability to think-to process

information in a meaningful and useful manner" (Fetterman, 19g9, p. gg). The

ethnographer is confronted with a vast amount of thick descriptions of a lived

experience, and needs to make some sense of it all-piece by piece (Fetterman, 1989).

Triangulation is basic to ethnographic research. According to Cowman (1993)

"data triangulation involves collecting data from multiple sources for analysis in the

same study with each source focused upon the phenomenon of interest" (p. 790). It is

central to ethnographic validity, testing one source of information against another to

understand the experience and to put the whole situation into perspective. Data

triangulation improves the quality of data and the accuracy of the ethnographic

findings (Fetterman, 1989).

The interviews and death review tapes were transcribed verbatim to Wordperfect, a

word processing program. These files were then transfer¡ed to Ethnograph, a data

management, qualitative computer program. Notes were made from the patients,

charts and typed into WordPerfect files. These f,rles were also transferred to

Ethnograph. Qualitative content analysis, to inductively derive categories and themes

from the data, were applied to the three sources of data (interviews, tapes, and charts)

(Germain, 1993).
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Coding of the data is the hrst step of the analysis process. Codes identify units

of meaning. A meaningful unit may include a line, a sentence, a paragraph, or a

larger section of the data. Coding of data is criticat as it provides a direct link with

the concrete data of the lived experience (Fetterman, 19g9; Germain, 1993).

The codes from the first interview was compared, and simila¡ codes were

grouped into categories. Categories are identifîed by a careful process of logical

analysis of the data. Each category that emerged from the data were compared to

previously coded categories for similarities as well as differences. As a result of this

process, dimensions of each category emerged. Subsequent interviews were coded into

categories derived from the initial interview. Ongoing comparison for similarities and

differences took place between each interview (Fetterman, 19g9).

Categories were integrated to derive themes. Themes represented the highest

level of abstraction and interpretation of the qualitative daø. The aim was to produce

a detailed and systematic understanding of how the various categories were related to

one another (Burnard, I99l; Germain, 1993).

The three data bases were analyzeÅ in the following manner: Each interview,

and corresponding death review tape and chart, were content analyzed as a unit.

Therefore, I had ten "units" of analyzed data. As part of the analysis I looked for

commonalities and differences between and among the three data sources. Each unit

(interviews, tapes, and charts) were analyzeÅin the same manner. Once all the units

had been analyzed, I compared the 10 "units" with each other, searching for unique

and common categories and themes across all the data units. Categories and themes
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were thus developed from the entire data base.

Rigor

The trustworthiness criteria proposed by Guba and Lincoln (1989), to judge

the adequacy of qualitative research, were adopted for this research project.

According to Guba and Lincoln (1989) qualitative research maintains rigor through

the use of four strategies: credibility, transferability, dependability, and

confirmability.

Credibility is achieved when there is a match between the informant's reality

and what is constructed by the researcher. I used a variety of strategies to ensure the

credibility of my findings. Peer debriefing was used to ensure the credibility of the

research fïndings. This technique involved engaging with my thesis committee

members in extensive discussions of the frndings, conclusions, and tentative analyses

of the study. The questions posed by the thesis members helped me understand my

own values and how these may influence inquiry. This type of questioning also helped

me recognize my own biases and led to more accurate descriptions and interpretations

of the lived experience(s) of the research participants. The peer debriefing sessions

also provided me with an opportunity to "test out" the findings of the research project

and to seek out advice and direction from experts in this field of inquiry (Guba &

Lincoln, 1989).

I also constructed case studies which contained verbatim data offered by the

informants. The family members' perceptions of the care experiences are rooted

within the data found in the case studies. Credibility was also achieved by offering
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readers a thick description of what was experienced by the informants. I also kept

fieldnotes and personal notes following each interview. This enabled me to

acknowledge my subjective perceptions of the experiences and focus on the family

members' perception of the events.

Transferability in qualitative research is concerned with the generalizabitity of

the research findings to other situations. "The major technique for establishing the

degree of transferability is thick description" (Guba & Lincoln, 1989, p. 24L). The

object, in making transferability judgements, is to provide an extensive and careful

description of the time, the place, and the context of the lived experience of the

participants (Glaser & Strauss, 1967; Guba & Lincoln, 1989). This meticulous

documentation process may help facilitate transferability judgements on the part of

others who may decide to apply the conclusions of the study to their own situations

(or situations of interest to them) (Guba & Lincoln, 1989). The ten case studies

provided and extensive and carefully documented account of the participants'

perceptions of the cancer experience.

Dependability is the third criteria to judge the adequacy of qualitative resea¡ch

(Guba & Lincoln, 1989). Dependability of the f,rndings was assured in the following

manner: The thesis chair was given a sample of the case studies and transcripts from

the three sources of data (interviews, death review tapes, and charts). The chair was

able to confirm, identify, and chalienge the categories and themes developed by

myself from the sample data. Based on the feedback received from my thesis chair,

some categories and themes were strengthened or collapsed. Other committee
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members were given three samples of the case studies to review and engaged in a

similar process. The data was re-coded when wide discrepancies existed between the

thesis chair's interpretation of the coding scheme and my own.

Conf,rrmability is attained in qualitative research when the resea¡cher ensures

that a clear trail of the researcher's decision making process is made from the

beginning to the end of the study. A clear trail enables the reader to follow the events

and confirm the subsequent logic of the analysis (Guba & Lincoln, l9s9).

Confirmability is achieved in qualitative research when credibitity, transferability, and

dependability have been addressed and achieved. This criterion was addressed in this

research study by the measures taken to meet the criteria of rigor described above.

Protection of Human Subjects

Four important ethical concerns wa¡ranted particular attention in this study:

informed consent, maintenance of conf,rdentiality, reciprocity, and degree of risk of

potential subjects. These four concerns will be discussed individually.

All participants were asked to read and sign an informed consent when I met

with them at their home. Before the participants signed the consent I emphasized the

section that stated "I understand that my participation is voluntary and that I may

withdraw from the study at any time by simply telling Lor¡aine Avery. I understand

that my decision to participate or not participate in the study wilt in no way affect my

relationships with the staff, or care received from staff members at the palliative care

unit during the present time or in the future" (Appendix B Consent Form). I then

asked the informant(s) if they understood what they had read and asked them if they
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had any questions. Additionatly, the thesis chair's name and telephone number (offîce)

was provided if the event that the participants had any questions or concerns. My

telephone number (home) was also be made available to the participants.

Anonymity and confidentiality of the participants was ensured throughout the

study by the following strategies: i) participants names, phone numbers, or addresses

were not used in relation to any aspect of the research and were not released to any

individual; 2) the names, phone numbers, and addresses of all participants were kept

in a separate locked filing cabinet that did not contain any transcripts, tapes, or data;

3) the participants names and identifying data were changed to a pseudonym during

the process of transcribing the interview, death review tapes, charts, and all the

transcriptions (on the computer program and the hard copy); 4) participants' real

names will not be used in any publication of the data.

Reciprocity with the research participants \r/as the third ethical concern

(Fetterman, 1989). Reciprocity will be ensured by offering a summary of the study's

findings to all participants. Allowing the informants to verbalize their thoughts and

feelings may also have been beneficial. Previous research has demonstrated that

famiiy members are willing to share their experiences and report benefiting from this

process by "telling their stories" (Kristjanson, 1983; Krisdanson, 19g6).

The fourth element of concern was the degree of risk to subjects as a result of

participating in the study. According to Diers (1978) risk may be conceptualized as

the possibility of psychological ha¡m as well as physical and social injury that may

occur as a result of participating in a research study. The psychological risk factor
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was explored in detail with the thesis committee members and the palliative care

team. These individuals concurred that the study was feasible and that only those

individuals who felt comfortable sharing their experiences would consent to participate

in the study.

Interviewing participants one to three months after the patients' deaths appears

warranted. This time frame was based on an ethical concern related to not recruiting

individuals during the acute grief phase (less than one month following the patient's

death). However, it was also important to interview survivors within a period of time

that allowed for accurate recall of the death and care experience. Prior research by

Krisdanson (1983) indicated that family members are wilting and able to participate in

research to review their experiences at one month post-death. Further, I have eight

years of clinical expertise working with patients and families during the death and

dying phase of an illness trajectory. I had the knowledge, sensitivity, and expertise to

work with bereaved families.

I anticipated that the participants would display overt emotional distress

(example sobbing, weeping, and crying) during the course of the interview. When this

situation arose, the following steps were taken:

1. I stopped the interview and the tape-recorder.

2. The participant(s) were allowed time to compose themselves.

3. The interview continued if it was appropriate or rescheduled at a mutually

agreed upon time.

Most family members' did display oveft emotional distress (example sobbing,
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weeping, and crying) during their interviews. I stopped the tape-recorder and gave

them time to compose themselves. Before continuing with the interview, I asked each

family member if they felt they were able to continue or if they wanted to reschedule

the interview.

If I had assessed that the informant(s) were having significant difficulty coping

with the death of their loved one, or if they verbally indicate harmful coping

strategies, I:

1. Informed the participant(s) of the availability of resources in the community

that may help them in managing their grief (for example, the social worker at the

palliative care unit, family grief centre at YMYW, University of Winnipeg interface

pastoral institute, or the family centre located at 287 Broadway Avenue, Winnipeg,

Manitoba). I would also followed-up with the informant(s) by telephoning them the

day after the interview to see how they were managing.

In this study, one family member was perceived by his relatives as not

managing well in the bereavement period. The individual received support and

counselling from individuals working on the palliative care unit at the hospital.

Strengths and Limitations of the Study

The outcome of this study was a rich description of the variables that the

participants perceived to be important in the care experience, and the components of

the dying trajectory important to them. This study was the first step in describing the

participants' perceptions of the careldying milieu during terminally ill cancer patients'

last 24 hours of life. The rich descriptions provided by the informants may help
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he¿lth care professionals understand what interventions relatives perceived as helpful,

or not helpful during the dying trajectory. This study also established hypotheses for

further nursing research in this particular area.

One limitation of this research study may be seen as the small non-random

sample size, which may limit the generalizability of the f,rndings to the general

population (Polit & Hungler, 1991). However, the purpose of this study was not to

predict the components of the care milieu important to the participants. Rather, it was

the intent of this study to describe the informants' experiences and to elicit

components of this care period that can be tested in future studies.

This study represented participants' perceptions of the death experience during

one particular point in time (one to three months post patient's death). These

perceptions may indeed be different at various points of time during the bereavement

period. Therefore, factors that are perceived as important, or not important, during

the care experience may change depending where the participants are at during the

bereavement period.

In summary, ethnography is a powerful research design to capture the lived

experience of a particular group or culture (Hammersley, 1992). Through semi-

structured interviews I attempted to capture and describe families' perceptions of

careldying milieu. This study produced powerful and rich descriptions of the variables

contributing to the participants' satisfaction with the care and dying experience, and

the components of the dying trajectory important to them. The study also explored



75

perceived consistencies and inconsistencies between the informants and the nursing

staff regarding the care provided.
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CHAPTER 4

CASE STUDIES

The following research objectives provided a focus for this research:

1. Describe the family member or the famity members' perception(s) of the

terminally ill cancer patient's illness trajectory.

2. Describe the family member or the family members' perception(s) of the care

milieu during the terminally ill cancer patient's last24 hours of life.

3- Determine components of the care milieu that contribute to a positive death

experience for the family member(s) during the terminally iil cancer patient's last 24

hours of life.

4. Determine components of the care milieu that contribute to a negative death

experience for the family member(s) during the terminally ill cancer patient's last 24

hours of life.

5. Determine the commonalities and differences between the family member(s)'

and the nurses' perception(s) of irnportant components of care during the terminally ill

cancer patient's last 24 hours of life.

Data from 10 case studies are presented in this chapter including a thematic

analysis of each case study. A second-level analysis of the case studies is described

and presented in Chapter 5. This second-level analysis serves to identify common

themes and categories among the 10 case studies.

Within the case studies, the source of the data is identified. All passages from

the informants' transcripts end with the following notation system:
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04 May.93:date of interview
Il,l2 etc:Informant one, informant two, etc.
D.R.:death review tape
N.N.:nurses notes
F.N.:f,reldnotes
J.R.:initials of informants þseudonyms) is given if more than one family

member participated in the interview
p.IL:page number of informant's transcript
1.:line that passage occurs on the informant's transcript

A brief orientation to the participants is provided in advance of their case

studies. Outlined in Table 2 are (a) the names of the informants (b) the relationship of

the informants to the deceased cancer patients (c) the diagnoses of the deceased cancer

patients (d) the ages of the deceased cancer patients, and (e) the deceased cancer

patients total number of days at the palliative care unit.

The family member of the family members' perspective(s) of the entire illness

experience marks the beginning of each case study. The cancer illness experience is

often complex and intense. Therefore, an overview of the patient's cancer illness

trajectory is presented at the beginning of each case study. This allows the reader the

privilege of gaining an understanding of the sorrows, and at times the joys, that the

family member(s) of each cancer patient experienced during the cancer illness

trajectory. Following the overview of the illness trajectory, a description of the family

member(s) perceptions of the care milieu during the last 24 hours of life are

presented. Data from the interviews and fieldnotes outline the family member(s)'

perceptions of the illness experience and the care milieu during the cancer patients'

last 24 hours of life.

A summary of the thematic analysis of each case study is provided, in a figure
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format, prior to introducing the thematic analysis of each case study. Positive and

negative components of the death surround are based on data from the interviews,

fieldnotes, death review tapes, and nurses notes. The thematic anaiysis includes

descriptions of the foiiowing components of the death surround:

1. Family-centred behaviours and care contributing to a positive death experience

during the last 24 hours of life.

2. Staff-centred behaviours and care contributing to a positive death experience

during the last 24 hours of life.

3. Staff-centred behaviours and care that were perceived as unhelpful during the

last 24 hours of life.

4. Consistencies in the perceptions of the ca¡e milieu: The family member(s)'s

and the nurses'.

5. Inconsistencies in the perceptions of the care milieu: The family member(s)'

and the nurses'.
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Table 2

Overview of the Informants

* Represents total amount of days the deceased patient was in the hospital.

Informants Relationship DX Age Total
Days*

Ashley Spouse CA of Brain 62 44

Haver Daughter CA of Pancreas 74 7

Barker Spouse CA of Spine 67 3

I-.e,e Spouse CA of Brain 77 15

Jobe Family Daughter, Son-in-law CA of Colon 64 39

Reed Family 2-Daughters, and 1

son
CA of Colon 74 7

Smith Spouse CA of Glands
With Mets

68 17

May Spouse CA of Colon 59 30

Brooks Spouse, Daughter Ca of Prostate 82 31

Birch Family Spouse, Daughter CA of Colon 80 4
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Case Study #1 Ashley

Mrs. Ashley was married to her husband Jason for 42 years. They shared the

joy of raising two children, a daughter and a son, and four grandchildren. The

children reside in Winnipeg and were perceived by Mrs. Ashley as supportive during

her husband's struggle with cancer.

The Ashleys enjoyed a prosperous and healthy marriage. As a teenager Mrs.

Ashley fell deeply in love with Jason and they developed a warm, caring, and

committed relationship over the years. The couple were companions, friends, and

lovers to each other and they reached the ultimate level of intimacy possible between

two individuals, for they "had become one: soul mates to one another. "

Mr. Ashley's medical problems began to surface in the winter of 1993. At first

Jason's symptoms (forgetfulness and fatigue) were attributed to signs of old age. Mrs.

Ashley described her thoughts regarding these early changes in Jason's health:

It came from nowhere. Neither of us have thought of being sick. And in the
winter of 1993 I noticed a change in my husband. He was acting a little bit
differently but we were both, were getting older. So I mean I just attributed a
lot of that to age Q5 Oct 94.11,p.1.1.28).

By the spring of 1993 Jason's symptoms were more pronounced and increased

in duration and frequency. His face became asymmetrical and he experienced

profound personality changes. By now, Mrs. Ashley was convinced that something

was seriously wrong with her husband and she sought medicat help to discover the

source of Jason's now unrelenting symptoms. This medicat journey caused

considerable anxiety and stress for the Ashley family. Mr. Ashley consulted three

- Mrs.
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physicians before the correct diagnosis of a brain tumour was established.

At first I thought it was Alzheimer, because it was a personality change. But it
didn't stay permanent, it would come and go. So I f,rnally persuaded him to go
to a doctor. And I won't mention this doctor's name because it distressed me
greatly. He diagnosed my husband as having had a slight stroke (25
Oct.94.I1 ,p.1.1.46).

Anyway, in that following week my husband just got worse. He was walking
in circles like he was swinging. He had no balance. So I phoned the doctor's
office and made another appointment because I said he was getting worse and
we got the locum. His doctor was on holidays and the next doctor said it was a
slight stroke. But I was watching my husband deteriorate just before my eyes.
So my son got a iittle bit ticked off with this because we both knew it was
more than this and he said "you got to go and see my doctor" (25
Oct.94.I1 ,p.2.1.62).

Delays in obtaining diagnostic and surgical procedures were other sources of

frustration for the Ashleys during the cancer illness trajectory. The family gathered at

their father's bedside contemplating the fact that he was going to have emergency

brain surgery in the next few hours. They were surprised to learn that the surgery

would be postponed to a later date.

The doctor said he wanted him to have a CT scan right away. Could not get
one that day but the next day he had one. I must add that the first doctor had
arranged for a cr scan that was five weeks away (25 oct,94.I1 ,p.2.1.90).

I said so is it cancer? The doctor said well most tumours aren't and he said he
would like to admit my husband for emergency surgery. So that was about six
o'clock and we went into emergency and they were paging a doctor. I called
my two children and they came right away. While we waited for four hours
they paged this doctor who didn't answer his page. Four hours is wrong, more
like three. Because he wasn't in the hospital, he was at another hospital-, they
were paging the wrong doctor. They [emergency staff] said we would have to
leave the hospital because they couldn't do anything. But we had an
appointment the next day with the neurosurgeon (25 oct.94.rr, p.2.r.113).

Jason underwent his operation in the month of April 1994. The physicians

relayed to the family that they had taken as much of the brain tumour out as was
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possible without compromising motor functioning. In the same breath, the family

were told Jason had eight to sixteen months to live. It was at this point that the

Ashley's world, as they had known it, fell apart.

The lives of the Ashley family were f,illed with appointments to the cancer

clinic for radiation therapy during May of 1993. After twenty radiotherapy treatments,

Jason began taking an experimental chemotherapy drug in October 1993. The

Ashley's had hoped that this chemotherapy would halt or reduce the consumptive

effects of the cancer on his body. The experimental drug proved to be ineffective in

stopping the cancer, and Jason started a course of regular chemotherapy in the winter

of 1994. During this treatment phase of the cancer illness trajectory, the Ashley's

experienced peaks and valleys, hopes and sorrows, often associated with cancer.

There were times when only I knew that my husband was not exactly right
because he put on a tremendous show. But, it was hills and valleys. He would
be fine one day and then the bottom the next (25 Oct.94.I1, p.2.1.85).

He had two more treatments and another CT scan and the doctors were just
elated it showed a 40 to 50Vo reÅuction in the tumour and we were getting
calcification which was almost unheard of. And we were walking on air. I
thought we had a miracle. And then a month later he had his first seizure
(25 Oct.94.11,p.4.L228).

Jason's condition continued to improve and diagnostic tests indicated that his

brain tumour was slowly decreasing in size. The Ashley's carried out the heaith care

professionals' advice 'to the letter' in the hope that Jason would become well and beat

his cancer.

... they did another CT scan and the doctor came up and said you know this is
remarkable it is even shrunk even from when you had a CT scan a month ago.
So again we were walking on air (25 Oct.94.I1,p.5.1.272).
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And we had a doctor's appointment five days later and the doctor gave us a
little pep talk saying you know it was unheard of and we had to stick with this.
I don't mean he put pressure on, I don't mean that. But he said "you must
walk" because my husband was on steroids and had become quite bloated and
his muscles were wasting. So he said "You must walk otherwise you will be in
a wheelchair forever. " (25 Oct.94. I 1,p. 5. l. 283)

So we spent all that weekend trying to make him walk and the poor man was
doing his best but he kept falling (25 Oct.94.I1,p.6.1.293).

Mr. Ashley's steady progress was short lived. He became confused and started

to fall at home. He was admitted to hospital. Jason was placed on a cardiovascular

ward due to bed closures and lack of space elsewhere. Although the nurses were kind

and considerate, Mrs. Ashley felt that they did not understand her husband's needs.

And there was no beds again. He was in a cardiovascular ward, the poor nurse
there had this to de¿l with and several of them came in and said "When is he
having surgery"? which he wasn't (25 Oct.94.I1,p.6.1.316).

After eleven days at this hospital, Mr. Ashley was transferred a paliiative care

ward. This transfer was arranged by the medical staff. The decision was made that

the tumour was no longer responding to the chemotherapy treatment. During the next

seven weeks Jason's condition remained fairly constant. Mrs. Ashley felt she was in

for quite a long 'haul' and that her husband's death would be in the distant future.

However, after seven weeks Jason died at the beginning of September i994 with his

wife at his bedside. His death came as a shock for Mrs. Ashiey as she did not

recognize the impending signs of death.

There must be ways of knowing. You always hear stories about the hospital
phoning and saying you better come because your husband, wife, whatever,
may not last the night (25 Oct.94.I1 ,p.9.1.457).

Mrs. Ashley had a difficult time adjusting to her husband's death. For the last
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forty two years she devoted her life to her husband. She was faced

difficult task of rebuilding her life on her own. This task was, and

difficult since her husband's death has left a profound emptiness in

Ashley has lost her husband, her lover, and her best friend.

with the most

continues to be,

her life. Mrs.

The last 24 hours of Jaseq's life were perceived by Mrs. Ashley as similar to

ail the days and nights that Jason spent at the palliative care ward.

The last 24 hours were just like any other twenty four hours except I wasn't
really astute enough to realize how close death was (25 Oct.94.I1,p.11.1.594).

Mrs. Ashley's routine was to arrive at the hospital in the morning and spend

the day and evening with her husband. She helped him with aspecrs of his physical

care and provided him with some light snacks. On Thursday, the day before Jason

died, Mrs. Ashley was at the hospital with her husband. She left the hospital a¡ound

nine o'clock Thursday evening and returned to the hospitat on Friday morning. Since

Mr. Ashley's illness experience was associated with peaks and valeys, Mrs. Ashley

did not identify any cues that her husband's life would soon be over. However, Mrs.

Ashley admits that perhaps she was not wanting to admit to herself that her husband,s

death was near.

He had different days. I know you are interested in the last 24 hours
particularly. But with this I never knew what kind of day it was going to be.
And one day he talked from the time I got in ar seven ttrirty in tñe mãrning
until I life at nine o'clock. But he wasn't making sense. It was tike gibberish.
So I presume that the tumour had advanced to a certain point and thã swelling
would go down. Then the next day he wourd sleep ail dãy e5
Oct.94.I. l,p. 17t.95 4) .

But the professional peopte must recognize the signs of death. I wish
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somebody had told me the day before or my kids could of been there as well.
But as I was saying maybe I had all the signs and didn't want to accept them
(25 Oct.94.Il,p.9 .1.47 1).

Jason's mental functioning deteriorated rapidly during the terminal phase of his

iliness. Observing these changes caused considerable anguish for Mrs. Ashley. During

the last 24 hours of his life, Mr. Ashley was only able to articulate one syllable words

such as "yes" or "no".

He did not communicate and I think that was one of the worse things because
he was a very intelligent man. He used to give lectures, seminars, and I think
he would of like ro have talked (25 Oct.94.I1,p.14.1.781).

During Jason's last24 hours of life he was unable to eat or drink. He was

short of breath and placed on oxygen. The nursing and auxiliary staff checked on the

Ashley family frequently to see if they needed anything. Mr. Ashley died peacefully

with his wife at his bedside.

So I went and got a face cloth and I washed his eyes and I phoned my two
kids, and I phoned a friend who was going to come up to the hospital. And I
said "You better not come" because Jason is not very good today. And I
turned around and he just gave two little sighs and he died (25
Oct. 94. I 1,p.8.1. 445).

Mrs. Ashley was relieved that her husband's death was peaceful. With the help

of her family, Mrs. Ashley is now faced with the challenge of rebuilding her life.

The Death Sunound: Mrs. Ashley

The following section is a thematic analysis of the components of the death

surround that were perceived as helpful and unhelpful to Mrs. Ashley during Jason's

last 24 hours of life at the palliative care unit. Figure I is a summary of the thematic

analysis for the case study.
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The Death Surround: Mrs. Ashley

Figure i

I. Family-Centred Behaviours and Care Contributing To a Positive Death
Experience During The l¿st 24 Hours of Life.

1. Providing and Receiving Comfort
1.1 Maintaining a presence

I.2 Being Involved With Care

II. Staff-Centred Behaviours and Care Contributing To a Positive Death
Experience During The Last 24 Hours of Life.

1. Focused Care
1.1 Managing Symptom Distress
1.2 Allowing Spouse To participate In Care
1.3 Providing Rationale For Discontinuance of Nursing

Interventions
1.4 Increased Monitoring Of The patient's Condition

2. Demonstration Of Caring: A Team Effort
2.1 Demonstration Of Caring Through Touch
2.2 Demonstration Of Caring Through Interaction
2.3 Making phone Calls

3. Ensuring A comfortable Atmosphere For patient And Family

3.1 Availability Of Foods And Beverages
3.2 Availability of Telephones And Televisions

III. Staff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The Last 24 Hours Of Life.

1. Failure To Provide Rationale For Interventions
1.1 Failure To Explain Rationale For performing Care

Activities
1-2 Failure To Explain Rationale For Omitting Care Activities

2. Inconsistency of Staff Assignments
2.1 I¿ck Of Knowledge Of The Intricacies Of Care

IV. Consistencies In The Perceptions of The Care Milieu: The Famity Member's
and the Nurses'.
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1. Providing Rationale For Care Activities
1. 1 Providing Rationale For Omission Of Care Activities

2. Maintaining Patient Comfort
2.1 Managing Pain

3. Anticipation Of Spouse's Needs
3.1 Providing Privacy

V. Inconsistencies In The Perceptions Of Care: The Famity Member's And The
Nurses'.

1. Deterioration In Patient's Condition
1.1 Failure Of Being Informed Of Approaching Death
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Mrs. Ashley identified family-centred behaviours and care that were helpful in

managing during her husband's last 24 hours of life. Mrs. Ashley was able to

differentiate between activities and care provided by the staff that contributed to a

positive death experience from those provided by herself.

Providing and Receiving Comfort

The predominant behaviour Mrs. Ashley found helpful in managin g the last 24

hours of Jason's life was'providing and receiving comfort.'For Mrs. Ashley,

"providing and receiving comfort" consisted of being physically present during the

last 24 hours of Jason's life, and participating and providing care to her husband.

'Providing and receiving comfort' helped meet Mrs. Ashley's needs as well as her

husband's needs during his last 24 hours of tife.

Maintaining a presence. It was important for Mrs. Ashley to be with her

husband when he died. Being present during Jason's last 24 hours of life provided

support to Mrs. Ashley and to her husband.

Since Jason's death came as a surprise to the family, his two children were not

at the hospital when their father died. Mrs. Ashley expressed that she would have

never left her husband's bedside Thursday night (Jason passed away Friday morning)

if she had known the end was so near.

Had I known that it was that close I would of never have gone home Thursday
night, I would of stayed there because I didn't want him to be alone. And I
would of stayed all night (25 Oct.94.I1,p.9.1.465).

I mean I was there all day Thursday until nine o'clock. I would have not gone
home Thursday night because I would just have been torn apaft had he gone
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and I wasn't there (25 Oct.94.I1,p.9.i.486).

Mrs. Ashley wanted to spend the last night of her husband's life at his

bedside. This caused Mrs. Ashley some regret. However, the bereavement period

would have been shadowed with more regret if Mrs. Ashley had not been at the

hospital when Jason died.

Being involved with care. Mrs. Ashley felt that she wanted and needed to

participate in various aspects of Jason's care during his last 24 hours of tife.

Providing direct physical care was important to Mrs. Ashley because she felt she was

helping her husband. She was able to "do something" tangible for him. Providing

physical care was a natural extension of a long-term spousal relationship. The

Ashley's had 'looked after each other' during theír 42 years marriage. The physical

contact offered by Mrs. Ashley created opportunities, through touch, for her to

express her love and feelings for her husband.

The care activities provided comfort, security, and support to Mrs. Ashley as

well as to her husband. Mrs. Ashley was able to facilitate Mr. Ashley's cooperation

with nursing care activities by helping him relax and trust that the staff would not

allow him to fall while being turned.

I helped because I was there. A lot of times they lstaffl kept saying "No you
will put your back out", and I guess they were worried. I said iI hãve been
looking after him at home without any care. " Besides it was the only thing that
I could do ro help him (25 Oct.94.I1,p.16.1.906).

But I liked to be there and I looked after my husband for 42 years with
different things (25 Oct.94.I1,p. t7 .1.934).

on the Tuesday, wednesday, and rhursday mornings when I went in and I
would open up the blinds and, ah, talk to him, and then he was thirsty so I
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would pick up his pillow with his head on it and try to get him something to
drink. And those three mornings in a row he put his arm around me [crying].
Those three mornings he put is arms around me and gave me a kiss, and I
hugged him because I knew I wasn't going to get very many of those (25
Oct. 94. I 1,p. 14.1.7 50).

And for some reason was terrif,red of falling even though he had railings on his
bed. I guess in his mind he was going to fall, and so he wourd get a grip on
the railing that we had to pry his fingers off a lot of the times. So once we got
his fingers off I stood next to him and he would hang on to me and that would
make him happy. But I liked to be there and I looked after my husband for 42
years with different things. I mean we spent all our time together. I don't
mean I looked after him and shaved him but I mean he looked after me and I
looked after him. So this was just an extension of looking after him. And there
was just nothing else I would have wanred to do (25 oct.94.Ii ,p.17.1.923).

Mrs. Ashley was comforted by providing care to her husband. It was also

comforting to her to be at her husband's bedside during his last 24 hours of life. Mrs.

Ashley also believed that these behaviours were also comforting to her husband.

Mrs. Ashley identified staff-centred behaviours and care activities that were

helpful in managing the last 24 hours of Jason's life. The care provided to Mr. and

Mrs. Ashley, during Jason's last24 hours of life, influenced Mrs. Ashley's

perception of the death experience. By providing focused patient care and

demonstrating a caring attitude the palliative ca.re staff facilitated Mrs. Ashley,s

perception that her husband's death was peaceful.

Focused Family and Patient Care

During Jason's last 24 hours of life the patliative care staff identified and

managed components of the care milieu that were perceived as important to Mrs.

Ashley. During this time the staff recognized and managed Mr. Ashley,s physical
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discomfort, permitted Mrs. Ashley to participate in her husband's care, and provided

Mrs. Ashley with relevant information.

Managing symptom distress. Mr. Ashley's breathing was well managed during

the entire cancer illness and this control was evident in the last 24 hours of life.

Actually he was having trouble breathing so they put him on oxygen (25
Oct.94. I1,p. 8.1.414).

My husband died on Friday and on Thursday he couldn't eat or drink
wouldn't eat or drink. And he didn't want to talk, he was just sict anä tirø.
Actually he was having t¡ouble breathing so they put him on oxygen which
seemed to comfort him and calm him (25 Oct.94.I1,p.8.1.409).

He was having trouble breathing on the Thursday, which he was breathing
with his mouth open and his tongue was sort of swollen. So the nurse said "I
will get him a mouth spray." And she said "I'm going to put him on oxygen."
And once we sprayed it did relax like his breathing with the oxygen a¡rd his
mouth was closed and he seemed quite calm. But that was only on the
Thursday, that was the first time that, that had happened. .. (25
Oct. 94.I1,p. 14.1.796).

Comfort care activities that were provided by the nursing and auxiliary staff

were viewed positively by Mrs. Ashley. By ensuring Mr. Ashley's comfort, the

palliative care staff also provided comfort to Mrs. Ashley.

Allowing spouse to participate in the care. Mrs. Ashley recalled a specific

instance where one of the nurse's aides helped and allowed her to participate in her

husband's ca¡e. This act of kindness and care was remembe¡ed by Mrs. Ashley when

she thought about Jason's care. Mrs. Ashley was also impressed that the nurse's aide

were so concerned about her husband's well being. The nurse's aides also respected

Mrs. Ashley's knowledge as a care giver and accepted her "remedy" for her

husband's heels.
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One of the nurses aides was just so nice. My husband's heels were getting raw
you know rubbing on the sheets She and I [referring to the nurses aide], mixed
up a mixture of cornstarch and vaseline we called it our secret bomb. And we
were rubbing this on he heels, and she just so concerned about his feet(25
Oct.94.11,p. 1 1 .1.585).

...I could never get over myself [referring to the drawsheet] and then you
know how they stuff the under sheet behind him. I could never quite get that
so I never did it alone. I never had to do it alone. But if the nurses aide was
there I would certainly ask if I could help (25 Oct.94.I1 ,p.17J.944).

Mrs. Ashley enjoyed helping care for her husband. By allowing Mrs. Ashley

to participate in her husband's care, the palliative care staff vaiidated Mrs. Ashley's

knowledge as a caregiver.

Providing rationale for discontinuance of nursing interventions. Jason could no

longer eat or drink during the last 24 hours of his iife. This fact upset Mrs. Ashley

and she sought out the answers from the nursing staff.

I asked why they couldn't give him an intravenous or something because he
had no fluid. He had nothing to eat or drink... and I said he is going to get
dehydrated. And I tatked to two or three nurses just in passing and finally the
nurse who was my husband's nurse that day came in and she said "Well I
should of told you before" and she was very kind. And she explained to me
why they couldn't give him an intravenous because his brain was shutting
down and he wouldn't be able to process it, and it would eventually get into
his lungs. And I said "Alright then I won't bother you about this any more."
And she said your not bothering me we should of told you. She was very
caring nurse too (25 oct.94.I1,p.8.1.418).

The nursing staff explained and helped Mrs. Ashley understand how the body

responds to cancer during the terminal stages of the disease process. This information

helped Mrs. Ashley understand why Jason was no longer receiving certain care

activities. This allowed Mrs. Ashley to focus her energy on being there for her

husband.
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Increased monitorins of the patient's condition. During the last 24 hours of

Jason's life the palliative care staff checked on his condition regularly. These

"checks" provided the staff an opportunity to determine if Jason was comfortable.

Everyday they were wonderful, I mean you just can't pick out, I couldn't just
pick out the last 24 hours. Although I must admit it seemed to be the nurses
aides and the nurses were in checking perhaps a little bit more often and they
were making sure that my husband was comfortable. And he was turned every
two or three hours. He wasn't left lying in one position like he was kept... He
couldn't use a catheter so they had to keep changing him and I mean they
made sure that he was comfortable (25 Oct.94.I1,p.11.1.571).

...4h, the care was, was just the same it was very intense, um and the nurses
were in and out you know checking on him all the time (25
Oct.94.I1,p. 1 1.1.598).

Mrs. Ashley was comforted when the staff monitored her husband on a regular

basis to determine if he was comfortable.

Demonstration of Caring: A Team Effort

A variety of team members helped Mrs. Ashley manage during the last 24

hours of Jason's life. During this time, and the immediate period following Jason's

death, the staff portrayed a caring and concerned manner towards Mrs. Ashley. These

acts of kindness were remembered by Mrs. Ashley.

Demonstration of caring through touch. Following Jason's death a member of

the palliative care unit offered her condolences to Mrs. Ashley. The nurses aide asked

Mrs. Ashley's permission to give her a hug.

They are just very speciai people and they, the nurses aides, came in to give
me hugs. Which I thought was so cute. One of them said "Can I give you a
hug"? They were just marvellous people... They are just very compassionate,
kind, and wonderful people. (25 Oct.94.I1,p.15.1.855).

So as far as the care goes it was marvellous. The nurses can't do enough they
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are very kind, very gentle. (25 Oct.94.I1,p.9.1.511).

The staffs' displays of kindness and caring \ivere remembered by Mrs. Ashley.

Mrs. Ashley felt the nurse's aides and the nurses were very compassionate and kind

individuals.

Demonstration of caring throush interaction. Talking with others was

perceived as a helpful activity by Mrs. Ashley. During the last 24 hours of Jason's

life, Mrs. Ashley talked to the volunteers. These volunteers were perceived as kind

and helpful individuals by Mrs.,Ashley.

I think that the volunteers that come around and talk to you are very kind and
very helpful. You know it just helps to taik to someone (25
Oct.94.I1,p. 15.1. 820).

The conversations with the volunteers helped Mrs. Ashley manage during the

last 24 hours of her husband's life.

Making phone calls. Following Jason's death the nurses offered to place some

telephone calls for Mrs. Ashley. This act was viewed as very kind and helpful.

Well the nurse made the phone calls for me which was very kind. I keep using
that word kind I don't know what else to say (25 Oct.94.I1,p.15.1.852).

The nursing staff helped Mrs. Ashley manage after the immediate death of her

husband by placing telephone calls for her. This allowed Mrs. Ashley to spend time

with her deceased husband.

Ensuring a Comfortable Atmosphere for Patient and Family

Mrs. Ashley spent a considerable amount of time at the palliative ca¡e ward

tending to her husband. Having cerúain foods and beverages, telephones, and

televisions available on the unit allowed Mrs. Ashley to spend more time with her
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dying husband.

Availability of foods and beverages. Having cerlain foods and beverages on

the wa¡d were perceived as helpful by Mrs. Ashtey. Mr. Ashley was unable to eat or

drink during the last 24 hours of his life. This fact was very distressing to Mrs.

Ashley. The availability of comfort foods on the ward to "tempt" Jason was

perceived as helpful by Mrs. Ashley.

Just having that or being able to say to you husband there is some ice cream in
the freezer would you like that? Something that tempts them, that makes them
want to eat (25 Oct.94.I1,p.16.1.884).

But there is everything there to make the patient comfortable. I mean just
having a coffee machine where you can go in and get a cup of coffee and not
having to worry about fifty cents in change. I mean you put money in the box
but you didn't have to have the right change (25 Oct.94.I1,p.16.1.875).

Mrs. Ashley felt it was important to spend time with her dying husband.

Therefore, it was convenient to have an aÍea at the palliative care unit where ice

cream and coffee were readily available.

Availability of telephones and televisions. Having a telephone brought to the

room was very helpful to Mrs. Ashley. She could place telephone calls without

leaving her husband for a long period of time. A television set in Jason's room was

also perceived as comfofing. The television provided some sense of normalcy to Mr.

Ashley's life.

And the television in every room. My husband thought that was great, he was
a television attic. But he reaily wasn't watching television, but he also wanted
the other one on (25 Oct.94.I1,p.16.1.888).

Overall, Mrs. Ashley viewed the palliative care experience as positive. She

believed the palliative care unit was the best place for her terminaliy ill husband. The
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palliative care staff helped make a terrible experience into a more bea¡able one.

So I mean if you have to be in a terrible place that's a wonderful place to be.
The care was just phenomenal. (25 Oct.94.I1,p.16.1.898).

In summary, the palliative care staff helped Mrs. Ashley manage during the

last twenty four hours of Jason's life by providing: (a) focused care (b) by

demonstrating a caring manner and (c) through ensuring a comfortable environment.

Staff-Centred Behaviours And Care Contributing To A Negative Death Experience

Mrs. Ashley recounted staff-centred behaviours and care that were perceived

as unhelpful during Jason's last24 hours of life.

Failure to Provide Rationale for Interventions

Certain care activities performed by the staff during Jason's last24 hours of

life were perceived negatively by Mrs. Ashley. Had the staff provided a rationale, for

performing or omitting certain care activities, Mrs. Ashley may have better

understood why the care activities were carried out or omitted.

Failure to explain rationale for performing care activities. Mrs. Ashley thought

that certain questions the staff asked Mr. Ashley were inappropriate. The nurses

would ask Jason regularly if he was depressed, if he was nervous, or if he was having

any pain. Mr. Ashley \r/as unable to provide the appropriate answers to these

questions because of his confused state.

The nurses did not realize that Mrs. Ashley was a good resource person to ask

certain questions regarding her husband's condition. She may have observed or

discerned subtle cues regarding her husband's condition. In this case, the nurses failed

to value the knowledge that Mrs. Ashley contributed to the care experience.
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The one thing that I thought was very stupid and the nurses had to do it for
whatever reasons was this questionnaire that they ask in palliative care. And
my husband if he knew where he was on any given day was because he had a
brain tumour, for somebody else it would be different. Are you depressed?
Are you nervous? Are you feeling any pain? Well my husband couldn't give
those answers and kept saying why don't you ask me or don't ask him at all
because he can't you know give you, you know the correct answers (25
Oct.94.11,p. 1 1 .1. 600).

It didn't make sense...And he thought for the longest time that he was in a
hotel. So asking him those questions was foolish. But the nurses had to do it. I
said to one of them that it is stupid and she said "I know but what can I do."
Maybe they could select the patients. It's like asking somebody with
Alzheimers you know how they are enjoying it (25 oct.94.I1,p. i 1.l.6lg).

Nurses are taught to always include the patient in their care as if patients are

cognitively aware-even if they are not. Explaining what they were "up to" may have

assisted Mrs. Ashley to undersland their seemingly inane questions to Mr. Ashley.

Failure to explain rationale for omitting care activities. One Thursday, Mr.

Ashley did not receive his routine tub bath. Although this specific incident did not

occur during the last 24 hours of Jason's life it caused Mrs. Ashley considerable guilt

and distress. Mr. Ashley looked forward to his bath and his wife believed the tub bath

made him feel comfortable and relaxed. On one Thursday morning Jason missed his

tub bath. Mrs. Ashley could see from her husband's doorway that another patient was

being prepared for his tub bath. This incident upset Mrs. Ashley because she felt that

her husband's bath was important.

...I feel like a real miserable person but my husband was just as important to
me as that dear little boy across the hall was to his famity...
(25 Oet.94.I1,p. I 3.1.701).

...I didn't have to get irate because they did give him his bath and they made
sure it was there and that was a wonderful thing. Who ever thought of having
that there certainly did the right thing because people feel just so comfortable.
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I know my husband just felt really relaxed when he came out of there and just
so at peace I guess that's the word to use.
(25 Oct.92.I 1,p. 13.1.7 33).

It was difficult for Mrs. Ashley to explain to the staff, and admit to herself,

that she had a problem with her husband missing his bath day. She felt her husband

was just as important as any other patient on the wa¡d. Mrs. Ashley did not want her

husband to miss his bath because she believed it provided him with comfort and made

him feel at peace. Mrs. Ashley was reiieved and contented when Mr. Ashley received

his tub bath the next day.

Inconsistency of staff assignments. Inconsistency of staff on the palliative care

unit was identified as problematic by Mrs. Ashley. Although atl the nursing staff were

viewed favourably, Mrs. Ashley felt it may have been easier on herself and her

husband if the nursing assignments had been more consistent.

Consistency in care givers was a problem identified in the early phase of Mr.

Ashley's illness and throughout his hospitalization. However, in the early phase of

Jason's illness the lack of consistency in the medical staff was identified as a gap. In

the latter phase of Jason's illness the nursing staff assignments were viewed as

inconsistent.

Mrs. Ashley's expectations of the medical and nursing staff were different

during Jason's illness trajectory. During the early part of Jason's illness the physicians

were seen by Mrs. Ashley as important in diagnosing and recommending various

treatment options. As Jason's illness progressed, Mrs. Ashley felt the physician's role

was minimal since "there was nothing to be done for him." In comparison, the
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nursing staff were viewed by Mrs. Ashley as important care givers during the entire

illness trajectory. However, the nurses took on a particularly important role in the

latter part of Jason's illness.

I-ack of knowledge of the intricacies of care. Mrs. Ashley felt she needed to

explain how certain care activities needed to be performed or carried out for her

husband. Mrs. Ashley felt it would have been benefîcial for the nursing staff to care

for her husband regularly and become familiar with performing various aspects of his

ca.re.

...One other thing I thought I couldn't keep up with the rotation of nurses. I
could not, I got to know them all because I was there you know seven weeks.
But I could never predict who was going to be my husband's nurse that day.
Not that it made any difference they were all equally good, but I kind of felt a
continuity of care where a nurse knew the patient (25 Oct.94.I1,p.10.1.515).

...a lot of times I had to explain the same over and over again to a different
nurse as to why my husband was getting this medicine. Um, if she didn't have
a chance to look at the chart or they always give it to him in liquid form
because he couldn't swallow pills. A lot of times a new nurse would come in
with pills...
(25 Oct.94.I1,p. 10.1.530).

In summary, Mrs. Ashley did not understand why Jason received ceftain care

activities and not others. As a result, Mrs. Ashley questioned the usefulness of

providing certain care activities to her husband. This also led Mrs. Ashley to question

the staff's motives for omitting certain care activities.

Commonalities And Differences Among The Family Member's And

The Nurses' Perceptions Of Important Components Of Care

During The Patient's l,ast 24 Hours Of Life

Those care activities and interventions that were in concert vis-a-vis Mrs.
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Ashley's and the nurses' perceptions of care provided during Mr. Ashley's last 24

hours of life are presented. Also outlined are the discrepancies among Mrs. Ashley's

and the nurses' perceptions of care during Mr. Ashley's last 24 hours of life. Data

from the de¿th review tapes and nurses notes are used to support these findings.

Death review tapes are made by the nursing staff of the palliative care unit

following a patient's death. The nurse briefly outlines the patient's illness trajectory

and reports his or her perceptions of important components of the care milieu

preceding the death. The nurse also comments how he or she believes the family may

cope in the immediate bereavement period and makes recommendations based on this

assessment.

Consistencies In The Perceptions Of The Care Milieu:

The Family Member's and the Nurses'

The nurses recognized the importance of various components of the care

milieu during Jason's last24 hours of life. They identified the necessity of

maintaining Jason's comfort and providing explanations for certain care activities

during the last 24 hours of Mr. Ashley's tife. The nurse assigned to Mr. Ashley the

morning of his death anticipated that Mrs. Ashley may have a difficult time accepting

her husband's death and thus tailored her nursing care accordingly.

Providine Rationale for Care Activities

The nurse recording the death review tape appreciated that it was important to

offer and explain the rationale for certain care activities. These explanations helped

Mrs. Ashley manage during Jason's terminal illness experience and in his last 24
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hours of life.

Providins rationale for omission of care activities. The nurse recording the

de¿th review tape identified the importance of explaining to Mrs. Ashley why her

husband was not receiving intravenous therapy. Further, the nurse ralized that Mrs.

Ashley had difficulty accepting the fact that her husband missed his tub bath one

Thursday morning. The nurse understood that it was extremely difficult for Mrs.

Ashley to verbaiize her feelings regarding this situation, and took care and the time to

address Mrs. Ashley's concerns regarding intravenous rehydration.

She also asked me that time she was worried about intravenous, and
intravenous and hydration and things like that because he was no longer eating
this last day (DR.I1 ,p.27.1.1505).

...So when she was talking about today and she asked about the IV's I really
sat down and talked to her and I just went over what she wanted from that at
first. To find out what she was hoping they would give him (her husband)
(DR.I1 ,p.27.1.1533).

The nurse identified and sought out to understand Mrs. Ashley's fears and

concerns regarding intravenous therapy. She then proceeded to offer Mrs. Ashley the

rationale for not providing her husband with intravenous fluids.

Maintaining Patient Comfort

Maintaining Jason's comfort was an important component of the care milieu

during his last 24 hours of life. Mrs. Ashley and the nursing staff agreed that Jason

was comfortable during the last 24 hours of his life.

Managing pain. Mrs. Ashley felt that her husband was well looked after by the

palliative ca¡e staff and that he was pain free during his last 24 hours of his tife. Data

from the death review tape and nurses notes confirm that the nurses perceived Mr.
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Ashley to be comfortable during the last 24 hours of his life. The staff also

appreciated Mrs. Ashley's concern that her husband be comfortable during the last

hours of his life.

Patient not responsive and no other indication of pain. Action: reposition and
patient slept intermittently
(N. N.0720. I 1,p. 3 1 .1. I7 19).

Patient comfortable, no verbal response, no swallowing reflex...
(N.N. i500.1 1,p.3 1.1. 1724).

Wife's greatest concern is that he [husband] be kept comfortable
(N. N. 0900. I i,p. 3 i .1. 17 42).

Mrs. Ashley was grateful that her husband did not appear to be any pain

during the last 24 hours of life.

Anticioation of Soouse's Needs

The nurse recording the death review tape was astute in identifying that Mrs.

Ashley may have had difficulty coping following Jason's death. After Mr. Ashley

died, the nursing staff allowed the family time to say their goodbyes and provide them

with some privacy.

Providing privacy. The nurse recognized that Mrs. Ashley may have had

difficulty managing and accepting her husband's death. Therefore, following Jason's

death, the staff talked with Mrs. Ashley and allowed the family some time alone to

say their goodbyes.

...And while she was on thephone just in the midst of dialling that is when
he died. So she was in quite a shock. And Jane spoke with her for awhile and
I think Sarah saw her with her body sort of flung over him and she was
actually laying on top on him in bed and really crying and hanging on to him.
And I left her alone because I really felt she needed some time to really
assimilate all of that. And I waited awhile I went in and saw her and I sat
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down with her and we talked and she shared a lot of his feelings, she called
him a prince of a man. ...She just, you just could feel the pain it was really,
really sorrow. And I think she just had to have that time and I made
everybody some coffee... (D.R.Il,p.29.1.1602).

In summary, the nursing staff recognized the importance of explaining to Mrs.

Ashley the reasons why certain care activities were not provided to her husband. The

staff also understood the significance of providing comfort care to Mr. Ashley. They

recognized that it was a priority for Mrs. Ashley that her husband be kept

comfortable during his last twenty four hours of life. Lastly, the nurses appreciated

that Mrs. Ashley may have a difficult time accepting and managing her husband's

death and managing in the immediate bereavement period.

Inconsistencies In The Perceptions of Care Milieu:

The Family Member's And The Nurses'

Deterioration in Patient's Condition

Mrs. Ashley felt that she was not made aware of or informed that her

husband's health was deteriorating rapidly. Specifically, Mrs. Ashley felt the nurses

should have informed her on Thursday that Jason was deteriorating and that he would

probably not survive much longer.

Failure of being informed of approaching death. Mrs. Ashley would have

stayed the night prior to Jason's death if she had known he was so close to death.

According to the data from the death review tape and the nurses notes, the family was

made aware of Mr. Ashley's approaching death.

And there must be ways of knowing you always hear stories about the hospital
phoning and saying look you know you better come because your husband,
wife whatever, may not last the night. Nobody said that to me. Had I known
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that it was that close I would have never have gone home Thursday night, I
would have stayed there. .. (25 Oct.94.I1 ,p.9.1.457).

...None the less three days of the week he was getting much weaker and his
wife knew he was deteriorating and his family were all aware of his condition
as poor.
(D. R.I 1,p.26.1. 147 4).

Patient comfortable, no verbal response, no swallowing reflex, hands swollen,
face puffy, family aware patient is deteriorating (N.N.1500.11,p.31.1.1725).

It was important to Mrs. Ashley to be with her husband when he died. She

was grateful that she did not miss her husband's death.

Summary

In summary, Mrs. Ashley was pleased with the care she and her husband

received from the staff at the palliative care unit. Mrs. Ashley identified family-and-

nursing centred activities that contributed to a positive death experience. The themes

that captured these behaviours and care included: (a) providing and receiving comfort;

(b) focused care; (c) demonstration of caring: a team effort and; (d) ensuring a

comfortable atmosphere for patient and family.

Mrs. Ashley recognized that her husband's mental deterioration was caused by

the effects of the cancer. She also identified staff centred activities or care that were

perceived as unhelpful during her husband's last twenty four hours of life. The themes

that captured these activities included: (a) failure to provide rationale for interventions

and (b) inconsistency of staff assignments.

Consistencies among Mrs. Ashley and the nurses' perceptions of important

components of the care milieu during Jason's last24 hours of life were identified.

The themes that captured these consistencies among perceptions were: (a) providing
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rationale for care activities @) maintaining patient comfort, and (c) anticipating

spouse's needs.

A discrepancy between Mrs. Ashley and the nurses' perceptions of important

components of the care milieu during Jason's last 24 hours of life was aiso identified.

The theme that captured this discrepancy was (a) an awareness of Mrs. Ashley's

deterioration.
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Case Study #2 - Mrs. Haver

An Overview Of The Illness Trajectory: A Family Member's Perspective

Mrs. Jean Green was married to her husband William for more than forty

years. They raised five daughters during their marriage. William suffered a stroke

five years ago and lives at a nursing home in the city. Sally Haver, Mrs. Green's

daughter, and her husband Ron live together in a house located in Winnipeg. Sally's

four sisters reside in rural Manitoba. One of these sisters, Melissa, is viewed as very

supportive by Mrs. Haver.

Sally considered her mother to be in good physical health until approximately

two years ago. At this time Mrs. Green was experiencing severe lethargy. She

consulted several physicians to determine the cause of her symptom. Mrs. Green's

lethargy was attributed to the flu by one physician and arthritis by another.

...She went to doctor after doctor, after doctor, and they kept saying it was the
flu, it was arthritis, it was everything. And she had a test, a bone test or
something (2 Feb.95. I2,p.2.1.60).

In the summer of 1994, Mrs. Green noticed that her skin was turning

jaundiced in colour. She was referred to a specialist to determine the cause. Mrs.

Green met with the specialist in August 1994. The specialist informed Mrs. Haver

that her mother may have a stone blocking the pancreas. If the specialist discovered a

stone it was to be removed that same day. However, a stone was not found and the

specialist informed Sally the same day that her mother had cancer.

They were hoping it was a stone blocking and if it was, they were going to do
surgery right there and then take the stone out. And they were supposed to
keep her in an hour and an half for that test. She was no more than a half an
hour. They couldn't go through the pancreas, and they couldn't put a tube
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through, they couldn't do anything. And she knew something was wrong, but

we didn't tell her, the doctor had told me that day, we didn't tell her...(2
Feb.95.I2, p.45 .1.2a41.

Sally did not tell her mother that she had cancer. She felt that it was the

physician's responsibility to discuss the diagnosis and propose treatment options with

her mother. Mrs. Green was told that she had terminal cancer on the last week of

September 1994 by her general practitioner. He advised her that she might have three

months or less to live.

After learning of her mother's diagnosis, Mrs. Haver felt her mother could not

manage on her own. Therefore, Mrs. Green moved into her daughter's home. A

nurse from a community-based nursing service monitored on Mrs. Green's progress

regularly.

At the beginning of November 1994, Mrs. Haver noticed something wrong

with her mother's mouth. A community heålth care nurse conf,rrmed that Mrs. Haver

had thrush and made arrangements to admit her to a palliative care unit at a local

hospital. Sally was relieved that the community nurse took responsibility for making

these arrangements.

...My mom has thrush in her mouth. She [the nurse] says "No", I said "Yes
she has thrush in her mouth." And so I said "You better check it." She [nurse]
said we have to take her [Mrs. Green] to the hospital. So she phoned and

made all the arrangements cause when I phoned I had problems with the
palliative care
(2 Feb.95.12,p.7 .1.356).

Mrs. Green was admitted to the palliative care unit at the beginning of

November 1994. She died in the middle of November 1994 with Saliy and three of

her sisters at their mother's bedside.
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After her mother's death, Mrs. Haver compared her father-in-law's death to

that of her mother's. Mike, Sally's father-in-law, recently died of pancreatic cancer.

Upon reflection, Sally felt that her mother and father-in-law exhibited simila¡

symptoms. Mrs. Haver is sorrowful that she did not recognize the significance of her

mother's symptoms earlier.

She was, we assumed she had cancer, as soon as she was jaundiced. But I
should have picked up on it sooner when she was telling me about her bowel
movements. Like my father-in-law had white bowel movement and orange
fluid coming out. I should have picked up on it, but I didn't because you don't
think your parents are never going to get sick. Cause my father-in-law had
that.
(2 F eb.95 .12,p.3 .1. 124).

Mrs. Haver also expressed regret that her mother's illness was not detected

sooner. Had Mrs. Green lived longer, Sally believes her mother may have had more

time to spend with her family and to f,rnalize her personal business affairs.

They [physicians] didn't even do tests on her and things like that. You know,
like I don't know why they didn't. But when somebody fmother] turns yellow
then they are interested... And that was, that was pretty sad though, cause if
they could have caught it a little bit sooner they could have maybe, she could
have had a little bit longer(2 Feb.95.12,p.3.1.100).

The Care Milieu During The Patient's I-ast 24 Hours Of Life

Mrs. Haver and her twin sister stayed at the palliative care unit during the last

night of their mother's life. During this time, Mrs. Green did not communicate with

her family except to utter a few incomprehensible sounds. Mrs. Green was very still

on her hospital bed and she did not attempt to move around on the bed.

She just laid down and didn't do nothing. She just groaned...(2
Feb.95.12,p. 15.1. 82 1).

The last 24 hours of Mrs. Gteen's iife were simila¡ to the three days prior to
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her death. She stopped eating and drinking four days before she died. The palliative

care staff helped alleviate her pain with sublingual analgesia.

Until Thursday morning, Mrs. Green would blink her eyes if she needed

anything. On Thursday, the day she died, her eyes remained closed. She lost the

ability to use her eyes to communicate her needs.

She was just iike Monday to Wednesday, just normal and she didn't talk. Her
eyes were always closed. We had, I had her going where if she needed
anything she would blink her eyes. So we did that all the way through. The
Thursday she never did anything. She couldn't do anything with her eyes...(2
Feb. 95.12, p.20.1.1078),.

Mrs. Green developed respiratory difficulties the last few days of her life. The

nurses administered a medication by injection to alleviate the symptoms. Mrs. Haver

felt the medication calmed her mother's breathing pattern and comforted her. The

nurse gave Mrs. Green another injection on Thursday afternoon. Mrs. Haver sensed

the medication was not controlling her mother's breathing as it did previously. Sally

noticed that her mother started to breathe rapidly whenever she was moved or turned.

You didn't notice anything different from the days before until like, they gave

her that needle in the morning cause of her wheezing, and she was fine
(2 Feb. 95. 12,p.20.1. 1073).

And then around, they gave another needle, it was three, four, or frve. It
didn't work.
(2 Feb.95.12,p.20.1.1088).

We knew something was wrong because it [needle] didn't work. Her breathing
was still, she was wheezing a lot and they had given it to her around four,
between four and five...(2 Feb.95.I2,p. 16.1.830).

Mrs. Haver asked the staff to position her mother on her back. This position

seemed to calm and relax Mrs. Green and help her breathe more calmly. Until the
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last half hour of her life, Mrs. Green's respirations were quiet and effortless. At 6:00

p.m. Mrs. Green breathing pattern changed and her respirations were rapid and

heavy. At this time Mrs. Haver sensed her mother's life would soon be over.

Like every once in awhile she would breath heavily and then she'd go normal
for quite awhile. And you wouldn't know that she was going to go that night.
About, I guess eight o'clock that night she started into really heavy, heavy
breathing. I said to my sisters "Its fairly soon." And then, 8:25, no 8:35 she
had three deep breaths and then she was gone.
(2 Feb.95.12,p.21.1. 1099).

Mrs. Green died on a Thursday evening in November of 1994 with Sally and

her three sisters at her bedside. Sally is thankful that her mother's death was fairly

quick and peaceful.

But it was a peaceful death for her [Mrs. Green] and she always wanted to
have a quick death. Which was good because she could have went on for
months and months
(2 Feb. 95. 12,p.26.1. 137 6).

Mrs. Haver misses her mother and thinks about her often. However, she is

grateful that her mother died quickly and that her mother's suffering has ended.

The Death Surround: Mrs. Haver

Figure 2 outlines that components of the death surround that were perceived as

helpful and unhelpful to Mrs. Haver during her mother's last 24 hours of life.
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The Death Surround: Mrs. Haver

Figure 2

I. Family-Centred Behaviours And Care Contributing To A Positive Death
Experience During The l-ast 24 Hours Of Life.

1. Ensuring Patient's Comfort
1.1 Providing Physical Care
1.2 Developing A Communication System

2. Talking About Death And Dying
2.1 Visit From The Clergy
2.2 Talking To Other Families

3. Witnessing The Death
3.1 The Patient's Breathing
3.2 The Patient's Smile

II. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Patient Focused Care
1.1 Talking To Patient
1.2 Providing Physical Care

2. Family Focused Care
2.1 Involving Family In Decision Making
2.2 Responding To Family Requests

3. Showing A Personal Interest In The Patient And The Family
3.1 Spending Time With rhe Patient And The Family
3.2 Monitoring Patient's Condition
3.3 Explaining Patient's Condition
3.4 Inquiring About Patient's Condition

4. Ensuring a Comfortable Environment
4.1 Having A Family Room
4.2 Having A Television Set

m. Shff-Centred Behaviours And Ca¡e Contributing To A Negative De¿th
Experience During The l¿st 24 Hours Of Life.

1. Failure To Validate The Family As Caregivers
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Family-Centred Behaviours And Care Contributing To A Positive Death Experience

Mrs. Haver identified behaviours that were hetpful to her during Mrs. Green's

last 24 hours of life. The themes that captured these behaviours were: (a) ensuring

patient's comfort, and (b) talking about death and dying.

Ensuring Patient's Comfort

Mrs. Haver wanted her mother to be comfortable during her stay at the

palliative care unit. Therefore, Mrs. Haver helped with various aspects of her

mother's physicai care. Sally also stayed at her mother's bedside to ensure that she

was comfortable.

Providing physical care. With help from the community nurse, Mrs. Haver

looked after her mother's physical needs at home. Providing physical care was an

extension of a long term daughter-mother relationship.

I always made sure she [mother] was taken care of and everything (2
F eb.95 .12,p.26.1. 1 426).

They [staffl let me stay and help them. Which was nice because I think it's
nice when they have somebody they know to care for their... (2
Feb.95.12,p. 3 1.1. 167 4).

I could see if she was comfortable with them doing it or not. I really enjoyed
ir (2 Feb.95.I1,p.3 1.1. 1683).

Mrs. Haver enjoyed performing certain physical care activities for her mother.

Saily felt it was important for her mother to be looked after by someone she knew.

Participating in her mother's care also provided Sally with an oppoftunity to ensure

that her mother's comfort needs were being met by the staff.

Developing a communication sJ¡stem. Mrs. Green did not communicate during
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the last few days of her life. Mrs. Haver needed to develop a communication system

to f,rnd out if her mother was comfortable. Until the morning of her death, Mrs.

Green would blink her eyes to convey if she was comfortable or not.

I had her going where if anything she needed, she blinked her eyes (2
Feb. 95.12, p.20.1.1 08 1).

It was important to Mrs. Haver that her mother was comfortable. Therefore,

Mrs. Haver was comforted knowing that her mother's comfort needs were met.

Talking About Death and Dying

Mrs. Green did not talk with her family about her pending death. She did not

share with her daughter any last requests or wishes. This upset her daughter, Mrs.

Haver, who felt it was important for her mother to talk about death. Mrs. Haver also

needed support herself. She received support from talking to other families at the

palliative care unit.

Visit from the clergy. Mrs. Haver did not know if her mother knew she was

going to die. It was important to Mrs. Haver that her mother express her feelings

about death and dying. Since she did not feel comfortable talking about death and

dying, Mrs. Haver had the chaplain from her father's nursing home visit her mother.

The chaplain sat, talked, and prayed with Mrs. Green. She talked to Mrs.

Green about death and dying and told her it was alright to die. In essence, she gave

Mrs. Green permission to die.

What was really nice though, we had the chapiain from X nursing home. My
mom would go and talk to her a lot. She would come just about every night.
Oh, she was just a wonderful lady. The nicest one I think anybody can have...
She was so good with her [mother]. She would sit with her, pray with her, and
talk to her. And she didn't get many answers, but she told her it was ok, go.
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Which we couldn't do, and she did it, which was really nice. I still don't know
till this day if my mom knew she was goanna die. I really don't know because
she never mentioned it once (2 Feb.95.12,p.11.1.558).

Mrs. Haver appreciated that the chaplain talked to her mother about death and

dying. This was a topic that Mrs. Haver could not bring herself to talk about with her

mother.

Talkinq to other families. It was comforting for Mrs. Haver to talk to other

families who were in similar situations as herself. The families received mutual

support from one another during a difficult time.

It really is nice because, because they were [families] sitting in the sitting
room and you go in there and it's, it's really kind of nice
(2 Feb. 95. 12,p.48.1.2605).

...And they [families] feel better, they got somebody to talk to you know (2
Feb. 95. 12, p. a8 ).2635).

It was helpful for Mrs. Haver to talk to other people about the cancer

experience. Sharing her thoughts, feelings and experiences helped Sally manage

during her mother's terminal illness.

Witnessing the Death

Mrs. Haver wanted to be at her mother's bedside during her dying. As a

daughter, Mrs. Haver felt and obligation and a need to be physically present during

Mrs. Green's death. However, Mrs. Haver did not anticipate that the physiology of

her mother's dying would have been so diff,rcult to observe.

The patient's breathing. It was difficult for Mrs. Haver to observe her

mother's rapid and heavy respirations during the last half hour of her life.

It did þothered Mrs. Haver to watch her mother's respirationsl. If I had to do
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it again, I would never want to be in there with them when they die. It's
something you don't forget (2 Feb.95.I2,p.16.1.847).

v/ell, you want to be and you don't want to be. Like even when I go for
coffee, I go, oh mom, if you're goanna go, go now...(2
Feb. 95.12, p.22.1.1200).

Although Mrs. Haver needed to be physically present and comfort her mother

during her dying, the memories of her mother's last breaths remains vivid in Mrs.

Haver's mind. Sally believes her present bouts of anxiety are partiatly caused by the

memories of her mother's de¿th.

But it's an awful thing to see somebody die in your family. Like if my dad
goes, I hope he goes when I'm not there, you know. Because you relive it and
relive it and relive it, you know (2 Feb.95.12,p.25.1.1359).

...But it's not something I don't a famity should see is their own family die.
Maybe a lot of people say it's better if you see it, but to me it isn't because
you always remember the last breaths. You never ever forget it. Even when
you're, even when you're sit and think or do something, it's always on your
mind, always. And I think that's why I picked up my anxiety attacks (2
Feb. 95.12, p.26.1.138 1).

The patient's smile. Mrs. Haver is thankful that her mother's death was quick

and peaceful. Although witnessing her mother's death has caused Mrs. Haver some

distress, she has a beautiful memory of how her mother looked when she died. This

memory has somehow lessened the pain caused from observing her mother's death.

But you know, it was really funny though, when she did pass awâ), and this
was really nice. Something that you wished you would have taken a picture of,
it's so beautiful (2 Feb.95.12,p.23.1.1244).

And we turned around and looked at her [mother] and she had this smile on
her face. I never seen anybody tike that. She had this most beautiful smile
you've ever seen in anybody...That smile was just the most precious thing in
the world (2 Feb.95.12,p.24.1.1267).

The memory of her mother's smile has influenced Mrs. Haver's perception
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that her mother's death was ultimately peaceful.

Staff-Centred Behaviours And Care Contributing To A Positive Death Experience

Mrs. Haver identified staff-centred behaviours or activities that were helpful in

managing the last 24 hours of her mother's life. The themes that captured these

behaviours and/or activities were: (a) providing focused patient and family care @)

showing a personal interest in the patient, and (c) ensuring a comfortable atmosphere.

Patient Focused Care

Mrs. Haver perceived the nursing assistants as warm and caring people. Mrs.

Haver appreciated that the nurse's aides took time to talk to her mother and keep her

comfortable.

Talking to the patient. During Mrs. Green's last 24 hours of life she was

unable to communicate. However, the nurse's aides made an effort to talk to her

when they were carrying out aspects of her ca¡e.

She [nurse's aide] would be right with, with anybody else, helping them out
and talking to them and even my mom. I don't know if she knew what they
were saying or anything, but they, you know, they were really, really good (2
Feb. 95. 12, p.29 .1. 1573).

Mrs. Haver appreciated that the nurse's aides took the time to talk to her

mother. Mrs. Haver felt the nurse's aides treated her mother as a person.

Providing physical care. It was important to Mrs. Haver that her mother be

kept comfortable. The nurse's aides kept Mrs. Green comfortable during her last 24

hours of life by maintaining her physical comfort.

Oh. they were so good with her [nurse's aides]. They washed her up and you
know... You couldn't ask for nicer ones (2 Feb.95.12,p.28.1.1525).
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By meeting Mrs. Green's physical needs, the nurses aides were perceived by

Mrs. Haver as wonderful, kind, and caring individuals.

Family Focused Care

The palliative care staff took the time to involve Mrs. Haver in her mother's

care. The staff were readily available to Mrs. Haver and fulfilled her requests

promptly and efficiently. By providing focused family care, the staff made Sally feel

valued and respected.

Involving family in decision making. The staff asked Mrs. Haver if she would

like to participate in her mother's physical care. The staff did not take for granted that

Mrs. Haver would automaticaily want to provide physicat care to her mother. When

Mrs. Haver was with her mother, the staff asked her if it was a convenient time for

them to provide care to her mother.

They [staffl would come in and ask you if you are ready to go for coffee or go
somewhere?
(2 Feb. 95. 12,p.28.L 1522).

It was nice they [staffl would ask you know, like even lunch time they would
come in and say "Do you want to feed her or I'11 feed her"? (2
Feb.95.I2,p. 3 1 .1. 1665)

They [staffl didn't make you leave. They just said we are going to do this. Do
you want to ieave, or, you never had to (2 Feb.95.I2,p.31.1.1696).

Mrs. Haver was pleased that the staff took the time to consult with her and

include her in Mrs. Green's care.

Responding To family rEuests. Mrs. Haver's requests were promptly

addressed by the nurse's aides. It was comforting to Mrs. Haver knowing that the

nurse's aides were close by and willing to help meet her needs.
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...If you want something they [nurse's aides] just come and, like the day staff
was, you know, you couldn't ask for nicer ones (2 Feb.95.I2,p.28.1.I527).

They were very good and anything you ask them, you know they never
hesitated. They always came
(2 Feb.95. 12,p.28.1.1538).

Oh, they were just excellent. Like, you know, the nurse's aides. Like you
couldn't ask for nicer people out there (2 Feb.95.I2,p.29.1.1565).

The nurse's aides were important members of the palliative care team. They

were helpful to Mrs. Haver in managing the last 24 hours of her mother's life.

Showing A Personal Interest In The Patient and Family

During her mother's hospitalization, Mrs. Haver developed a close relationship

with two nurses, Sheila and Melissa, working at the palliative care unit. Sheila

worked during the day and Melissa was on the evening shift. Both nurses were not

working their respective shifts the day Mrs. Green died. However, the nurse who was

on the evening shift was on duty the evening prior to Mrs. Green's death.

Sheila and Melissa's presence and acts of kindness and compassion made a

lasting impression on Mrs. Haver's memories of her mother's stay on the palliative

care unit. The following activities or behaviours, carried out by Sheila and Melissa,

were helpful to Mrs. Haver during her mother's dying.

Spending time with the patient and family. Sheila and Melissa visited Mrs.

Green on a regular basis and took the time to talk with her and Mrs. Haver. The

nurses would laugh and joke with Mrs. Green and her family and share personal

information about themselves.

...Like we had two nurses, oh, they were so good with her. We were lucþ
they were always on days and evenings. And, oh, you couldn't ask for a nicer,
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nicer nurses than those two. They were so good with her and they'd come in
and, you know, "Miss Jean, Miss Jean, or Jean what do you need you know."
And they'd make her kind of laugh and joke abit (2 Feb.95.IZ,p.12.1.608).

They [two nurses] were, like they were sitting and even talking to us and then,
I know my mom could listen... So I knew my mom always enjoyed that, you
know, and maybe we would talk about, like the weather, or their family or our
family, or their kids, like anything. And it made you laugh and feel good
(2 Feb. 95. 12,p.33.1. 1777).

The nurses showed a personal interest in Mrs. Green and her family by

coming into her room and initiating informal conversations with them.

Monitoring patient's condition. The two nurses, Sheila and Melissa, monitored

Mrs. Green's condition regularly. These nurses monitored Mrs. Green frequently

when they detected a change in her condition.

...Like the two nurses, I, they were trained so well these ones. They'd even sit
in there and talk to my mom. And even if they sat for ten minutes or
something, when they notice something different they always came in and
checked again or they paid more attention and stayed with her. . . (2

Feb. 95. 12, p. 15 .1.77 5).

It was important to Mrs. Haver that her mother's condition be monitored on a

regular basis. By monitoring Mrs. Green, the two nurses demonstrated to Mrs. Haver

that they were interested in comforting her mother.

Explaining the oatient's condition. The nurses explained any irregularities in

Mrs. Green's condition to her daughter. Based on their assessment, the nurses

explained to Mrs. Haver how her mother's dying may progress.

...The two girls [nurses] would say, you know, she'd belucþ to make it
tonight. Ok, then you could, you could kind of put in your head. Ok, you
know it's very close (2 Feb.95.I2,p.35.1.1886).

The two nurses helped Mrs. Haver prepare for any changes in her mother's
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condition. This helped Sally prepare for the eventuai death of her mother.

Inquiring about patient's condition. The day nurse (Sheila) showed a personal

interest in Mrs. Green's status. She phoned the palliative care unit on her day off to

inquire about Mrs. Green's condition.

...Well if she does go, I'11 have them phone me. Cause you [nurse] really
liked her... She [nurse] had phoned in to see if she [Mrs. Green] was still
living that night. You know, which was really, makes you feel good
(2 Feb. 95. 12,p.32.1. 17 52).

Melissa was on duty the evening prior to Mrs. Green's death. Therefore,

Melissa spent approximately three or four hours with Mrs. Green and her family

during the last 24 hours of Mrs. Green's life.

Too bad everybody wasn't trained like those two [nurses] (2
Feb. 95.12, p.4l J.2225).

I really wanted that one, like one of these two to be there when she went.
Because they would have stayed with her and talked to her all the way through
and that
(2 Feb.95. 12,p.15.1.786).

Sheila and Melissa were special people to Mrs. Haver. Sally regrets that one

of these two nurses were not on duty the evening of her mother's death.

Ensuring A Comfortable Environment

Mrs. Haver spent a considerable amount of time at the pailiative care unit.

Mrs. Haver enjoyed having a television set nearby. Having a room available on the

ward to eat meals or to get some rest was also helpful.

Having a family room. Mrs. Haver appreciated having a sitting room for

patients and families to use. The sitting room provided an alternative to staying in her

mother's room for long periods of time.
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And for the family it's very nice. Because they have a nice sitting room if you
don't want to sit in the room or you want to sleep (2 Feb.95.I2,p.48.1.2589).

Having a television set. Mrs. Haver enjoyed having a television set in her

mother's room. Sally felt the palliative care unit was equipped with comfort items for

patients.

They have a nice TV, they have, a, you know, anything patients really want
they have there
(2 Feb. 95. 12,p.48.1.2587).

Overall, the palliative care staff helped Mrs. Haver manage during her

mother's last24 hours of life by: (a) providing focused patient care; (b) providing

focused family care; (c) showing a personal interest in Mrs. Green and her family

and; (d) having a comfortable environment available on the unit.

Staff-Centred Behaviours And Care Contributing To A Negative Death Experience

Mrs. Haver identified staff-centred behaviours and care that were unhelpful to

her during her mother's last 24 hours of life. These behaviours and care activities

influenced Mrs. Haver's views of her mother's death.

Failure To Validate the Family as Caregivers

At times, Mrs. Haver felt the palliative care staff faile.d to appreciate her as a

caregiver and as a family member. During these incidents, Mrs. Haver felt neglected

by the staff and devalued by their lack of attention.

Failure to recognize caregiver's knowledge. Mrs. Green was admitted to the

hospital on a \Wednesday afternoon. During the 'settling in' phase of the admission

process Mrs. Haver informed the nursing staff that her mother was confused. She also

advised the nursing staff that her mother was not suffering from puritis.
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Unfortunately, Mrs. Green informed the medical staff that she was itchy and

the intern ordered a medication to control the puritis. Mrs. Green reacted severely to

the medication and in Mrs. Haver's words "almost died as a result of the

administration of the medicatioù Although this incident did not occur during the last

24 hours of Mrs. Green's life the consequences of the error were devastating to Mrs.

Green and her daughter.

...He [intern] ordered the medication and everything, not reading the repoft,
that I gave the nurse, not even consulting with the nurse. I was right there and
he didn't even come and talk to me
(2 Feb. 95. 12,p.8.1.439).

And they gave her [Mrs. Green] the medicine to stop the itch. That was on
Wednesday. We were called on Friday night. They thought they were going to
ioose her... And I was really, really upset because they didn't even ask us you
know... I said, I told the nurse she wasn't itchy. I said she was a little bit
confused since Friday. I told the intern that he didn't pay attention to what I
even said to the nurse. And I told the intern he could of killed my mother (2
Feb. 95. 12, p.9 .I.  5).

Mrs. Haver did not unde¡stand why the medical staff failed to consult with her

before prescribing the medication for her mother. The incident caused Mrs. Haver to

question whether the staff truly cared about her mother's well-being.

Failure to Personalize Care

It was important to Mrs. Haver that her mother be treated with respect and

dignity. During Mrs. Green's last 24 hours of life, Sally did not consider the evening

and night nursing staff to be caring or compassionate nurses.

Failure to recognize the patient as a person. Mrs. Haver perceived the night

nurses as uncaring. The night nurses did not introduce themselves to Mrs. Green and

inform her of their intentions.
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...They [night nurses] came in and did not say a word to her. They didn't say,

you know Mrs. G. or Sally whatever. They just pulled the rail down and

turned her over. And I said "Excuse me, I think maybe you should tell my
mom what you're doing, or even say who you are." The night nurses I didn't
care for at all... The night nurses had no compassion for nothing over there
(2 Feb. 95. 12,p. 12.1.615).

The palliative care staff failed to demonstrate to Mrs. Haver that they

considered and cared for Mrs. Green as a individuai with unique needs. Mrs. Haver

felt the staff treated her mother 'as just another case' not as a special human being.

Failure to talk to patient and family. The evening and night nurses car¡ied out

their duties without talking to Mrs. Green or her daughter. Mrs. Haver interpreted

their silence as a sign that they did not care.

...Though one nurse, she, you had to really squeeze her to get a word out of
her. You know, even when she came in to give my mom her medication, like
the last night. Never said nothing, never, just walked in and gave it to her...
And that's when I said "No", I don't want this nurse near her [mother],
because this isn't right you know (2 Feb.95.I2,p.29.1.1548).

You know, like it was, I got to turn you so I can go back and play cards or
whatever... Why not talk to the person... (2 Feb.95.I2,p.12.1.639).

The nursing staff failed to communicate with Mrs. Haver. Sally interpreted the

staff's silence negatively and felt the staff did not care about her mother.

Failure to introduce self to family. The head nurse failed to seek out Mrs.

Green's family and introduce herself to them. Mrs. Haver would have appreciated the

head nurse introducing herself and being availabie to answer questions or concerns.

Um, the head nurse. I only happened to meet her cause she same in looking
for a doctor...The first time I had met her was the week my mother passed

away. Otherwise she never came in once to introduce herself. She never said
who she was...But they should really take the time out to visit the patient and
tell them who they are
(2 Feb.95.12,p.29.1.1585).
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The nurses did not 'go out of their way' to make Mrs. Green and her daughter

feel 'special'. This caused Mrs. Haver to believe that theseparticular nurses did not

take a personal interest in her mother's well being or care.

Failure to provide rationale for nursing activities. Mrs. Haver did not

understand the rationale for certain care activities. The nursing staff failed to explain

to Mrs. Haver what they wanted to do with her mother.

Failure to explain rationale for performing certain care activities. During the

last evening of Mrs. Green's life, one nurse failed to explain to Sally her reason for

turning her mother. Mrs. Haver questioned the nurse's knowledge and requested a

change in the nursing assignment.

The one nurse didn't know anything. You know we would say, well, "My
mom's breathing is different"... And they turned her anyways. And I said well
"Why don't you just leave her on her back, because every time you turn her,
her breathing would go more rapid."...
(2 Feb. 95.12,p. 13.1.694)

So I went up nicely to this other nurse. I said "Excuse me, but I really don't
feel comfortable with that nurse. Would you mind taking care of my mom"?...
(2 Feb. 95. r2,p. 13.1.67 8).

Mrs. Haver felt awkward requesting that another nurse care for her mother.

However, Mrs. Haver did not have any conf,rdence in the nurse's ability to ca¡e for

her mother properly because the nurse failed to listen to Sally's request not to turn

her mother.

Failure of Staff to Coach Family Through Patient's Death

Mrs. Haver felt abandoned by the nursing staff during the last few hours of

her mother's life. Sally felt the nursing staff tailed to provide her with direction and
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support during this time.

Failure to adEuately prepare family for patient's death. The nursing staff did

not explain to Mrs. Haver how her mother's death would unfold. Mrs. Haver needed

the nursing staff to help prepare her for her mother's death.

And then she [nurse] could have talked you through it [Mrs. Green's death].
Like she is going to go soon, or she's going to die you know. This is what
could happen. Nobody ever explained what could happen...
(2 Feb. 95. 12,p.40.1.2185).

If the [nurses] could just tell you ahead of time, if, like everybody dies
differently, you know. Some could die in their sleep and, but if you notice the
breathing going...The two nurses, the nights they thought she was going to die
they explained that when her breathing changes, you know something's
happening... To bad everybody wasn't trained like those two [nurses]
(2 Feb. 95. 12,p.41 .1.2212).

Mrs. Haver believed the palliative care staff did not take the time to explain to

her how her mother's dying may unfold. This fact caused Mrs. Haver a considerable

amount of anxiety surrounding her mother's death.

Failure to monitor the patient and the family's condition. Mrs. Haver felt

abandoned by the nursing staff during the evening of her mother's death. Sally would

have appreciated the nurses staying with her mother and monitoring her condition

more frequently.

Like I used to work on a cancer unit... and the nurses would be in and be
checking as they're going down you know. And that was what I was used to.
And that I didn't like (2 Feb.95.I2,p.14.1.754).

I think you should be checking them all the time, don't you think? For the
family's sake, to show they really, really carc (2Feb.95.I2,p.15..1.771).

Mrs. Haver would have appreciated the palliative care staff checking on her

mother on a regular basis. This wouid have comforted Sally during her mother's last
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24 hours of life.

Failure to maintain a presence during the patient's death. Mrs. Haver would

have preferred if one of the nursing staff had stayed with her mother during the last

few hours of life. Having a nurse present in her mother's room would have also been

comforting to Sally.

If they could have somebody stay with them or come in their room, even
every five minutes when they...
(2 Feb.95.12,p.33.1.1 807).

But it would have been nice if once they'd known, they could have just kind of
maybe stayed with her you know
(2 Feb. 95.12,p.40.1.2172).

...Somebody sit with them when they know it's the last hour. Like a nurse,
you would feel more comfortable with a nurse or a, even a nurse's aide
(2 Feb. 95. 12,p.28.1. 1499).

Mrs. Haver felt abandoned by the nursing staff. She would have appreciated a

staff member staying with her mother during her dying.

Failure of the nurse to be prepared for the patient's death. Mrs. Haver

expected the nursing staff to be prepared for her mother's death. Sally expected the

nurses to recognize the signs of death and have the necessary equipment handy to help

determine Mrs. Green's death.

You know, we'd say, "My mom's breathing is different." The nurse said "You
think so"? (2 Feb.95.I2,p.13.1.696.

And so when she did go, she had three deep breaths and she went [Mrs.
Green]. And I said "Is shegonenow"? And she said "I think so." I said "Do
you think maybe you should get a stethoscope and check her heart"?
...And I am getting really upset. Why don't they say like, "I'll go out and get
it" [stethoscope] or "You know, she's coming to an end", like at least bring it
when you came. And all she did was stand at the bed and look at her (2
F eb.95 .12,p. Á.1.728).



128

After leaving and retrieving her stethoscope, the nurse informed Mrs. Haver

that her mother died. Mrs. Haver did not feel comfortable with the nurse announcing

her mother's death. Sally stayed with her mother for an extra half hour to make she

her mother was indeed dead.

I made sure I stayed over half an hour so she wouldn't breathe again. I didn't
feel comfortable the pronunciation of her death, you know. Maybe that's my
way of thinking, I don't know (2 Feb.95.I2,p.15.1.809).

In summary, the nursing behaviours that contributed to a negative death

experience for Mrs. Haver during her mother's last 24 hours of life were: (a) failure

to communicate with family (b) failure to personalize care, and (c) failure to coach

family through the patient's death. The nurses failed to assess Mrs. Haver's needs

during her mother's dying trajectory. These nursing behaviours contributed to Mrs.

Haver's negative feelings regarding the 'death surround'.

Commonalities And Differences Among The Family Member's And

The Nurses' Perceptions Of Important Components Of Care

During The Patient's I¿st 24 Hours Of Life

Those care activities and interventions that were in concert vis-a-vis the

daughter's and the nurses' perceptions of care provided during the last 24 hours are

outlined. Also presented are the discrepancies between Mrs. Haver and the nurses'

perceptions of care during Mrs. Green's last 24 hours of life. Data from the death

review tapes and nurses notes are used to support these findings.
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Consistencies In The Perceptions Of The Care Milieu:

The Family Member's And The Nurses'

Promoting Patient's Comfort

The night prior to Mrs. Green's death, the nurses and Mrs. Haver renognizeÅ

that Jean was not comfortable. Mrs. Haver and the nurses agreú that certain nursing

activities seemed to comfort Mrs. Green during the last 24 hours of her life.

Positioning patient. The night prior to Mrs. Green's death, Mrs. Haver and the

nurses recognized that Jean was having difficulty breathing. Therefore, the nurses

positioned Mrs. Green on her back to help ease her breathing.

Patient seems less comfortable and increase congested cough on sides. Action:
on back
(N. N. 2000 .12,p.5 4.1.287 9) .

Mrs. Haver wanted her mother to be comfortable during her last 24 hours of

life. Therefore, it was important to Mrs. Haver that the staff position her mother on

her back to facilitate her breathing.

Administration of medication. The nurses administered scopolamine to help

ease Mrs. Green's breathing the night prior to her death. Mrs. Haver and the nurses'

agreed that the medication was effective in relieving Mrs. Green's congestion.

Scopolamine and positioning on back appear to make patient more
comfortable...
(N. N. 2345 .12,p.5 4.1.2883).

The nurses and Mrs. Haver agreed that certain nursing activities comforted

Mrs. Green during the last 24 hours of her life. It was also reassuring to Mrs. Haver

to know that her mother was not struggling to breathe.



130

Inconsistencies In The Perceptions of The Care Milieu:

The Family Member's And The Nurses'

Deterioration of Patient's Condition

Mrs. Haver was not awa¡e that her mother's condition was deteriorating. Until

the last few hours of Mrs. Green's life, Mrs. Haver did not realize that her mother's

life was almost over. However, the nurses recognized, through clinical assessment

and observation, that Mrs. G¡een was close to death.

Informing family of symptoms. The nurses observed certain symptoms that

were indicative of Mrs. Green's approaching death. On the evening Mrs. Green died,

Mrs. Haver did not realize her mother was going to die that evening until the last few

hours of her life.

Patient unresponsive colour jaundice. Extremities mottled, pulse not palpabie
(N. N. 1400.12,p.54.1.2903).

V/hen I came on evenings Mrs. G. looked poorly, very jaundiced,
unresponsive and had periods of apnea...Noticed some mottling on her back
and also on her extremities. Her face was very cool to touch. The family
noticed a big change in their mother's condition also (D.R.12,p.53.1.2843).

Mrs. Haver would have appreciated if the nurses had informed her that her

mother was deteriorating rapidly. This information would allowed Mrs. Haver to help

prepare for her mother's de¿th.

Summary

In summary, three themes were identified that captured family centred

behaviours that contributed to a positive death experience. These themes were: (a)

ensuring patient's comfort (b) talking about death and dying (c) talking about the
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cancer experience.

Staff centred behaviours contributing to a positive and negative death

experience were identified. The four themes that captured the positive behaviours or

care included: (a) focused patient care; (b) focused family care; (c) showing a

personal interest in the patient and family; and (d) ensuring a comfortable

environment. The three themes that captured the negative behaviours of care were: (a)

failure to communicate with family @) failure to personalizecare and, (c) tailure of

staff to coach family through the patient's death.

Consistencies and discrepancies were found among the Mrs. Haver's and the

nurses' perceptions of important components of the care milieu during Mrs. Green's

last 24 hours of life. Mrs. Haver and the nurses' recognized the importance of

maintaining Mrs. Green's comfort. The theme that captured this importance was

entitled "promoting patient's comfort".

Finally, a discrepancy was found among Mrs. Haver and the nurses'

perceptions of important components of care during Mrs. Green's last 24 hours of

life. The theme that captured this discrepancy was called "deterioration of patient's

condition. "
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Case Study #3 - Mr. Barker

An Overview Of The Illness Trajectory: A Family Member's Perspective

Mr. Barker was married to his wife Lil Barker for 44 years. They have three

children. Their two sons live in Winnipeg and a daughter lives in Toronto. Mr.

Barker perceives his three children as supportive in helping him through the

bereavement period.

Mrs. Ba¡ker's medical problems became apparent in the summer of 1994. LiL

fell down the stairs at her home. At first, she felt her fall was precipitated by muscle

spasms.

Well, I think it all started when she fell down the stairs here, going upstairs,
she fell coming down. And it seemed, she thought it was muscle spasm, stuff
like that. But I think it had started right about there
Qa Apnl.95 .13,p.2.1.52) .

Mr. and Mrs. Barker made an appointment with a physician to determine the

cause of Mrs. Barker's symptom. Mrs. Barker consulted three physicians before a

definitive diagnosis was established.

The third physician ordered tests to determine the cause(s) of Mrs. Barker's

symptoms. The tests revealed that their was a growth attached to Mrs. Barker's spine

and radiation treåtments were recommended.

During the winter of 1994 Lil went to the cancer clinic for five radiation

treatments. At this time, Lil's health status deteriorated rapidly. Mr. Barker looked

after his wife at home until January of 1995. She lost a signifîcant amount of weight.

She also fell at home while trying to get to the washroom.

She just lost weight, went down to about maybe 70 pounds...I heard a bang so
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I come shooting down the stairs and there she was sprawled out
Qa ApnI.95.I3,p.3.l. 1 15).

Mrs. Barker's health status continued to deteriorate after her second fall. She

could no longer eat or swallow. Mr. Barker realized that his wife was not receiving

the nourishment she needed to sust;ain her life. Therefore, Mr. Barker sensed that his

wife may not have long to live.

And it was after that, that she started to do down a lot. But it was about a
week before, when she couldn't eat, couldn't swallow. I knew that was coming
Qa Apnl.95.13,p. 14.1. 68 i).

Mrs. Barker was admitted to a palliative care unit in January 1995. She died

three days after her admission. Jason, Mr. and Mrs. Barker's nephew, was with Mrs.

Barker when she died. Unfortunately, Mr. Barker was on route to the hospital when

his wife died.

The Care Milieu During The Patient's Last 24 Hours Of Life

Mrs. Barker was unresponsive during the last 24 hours of her life.

Occasionally, her eyes would flutter open. Oxygen, administered by a nasal cannula,

was administered by the nursing staff to help her breathe more comfortably.

Mr. Barker noticed that his wife appeared emaciated. Her lifeless body now

resembled a skeleton. It was difficult for Mr. Ba¡ker to observe the effects of cancer

on his wife's body.

That is what hurts you know, and then you just see her fading away (24
April.95.13,p. 1 i .1.543).

You know, just a skeleton. A bare skeleton

Qa Apn1.95.95.13,p. 1 1.1.549).

Mr. Barker, his sister-in-law, and nephew (Jason) were at the hospital the
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night Mrs. Barker died. Mr. Barker and his sister-in-law returned home in the early

hours of the morning to sleep for a few hours. Mr. Barker's nephew, Jason, decided

to stay at the hospital with Lil, and he was with her when she died.

Unfortunately, Mr. Barker and his sister-in-law were on route to the hospital

when Mrs. Barker died. Mr. Barker sensed that his wife might die when he had left

the hospital. However, he felt there was enough time to go home and sleep for awhile

and then return to the hospital.

But, I didn't think it would be that fast, you know. And so I wanted to be able
to get some, a few hours sleep and then go back. But she didn't last that
long. . . Qa Apnl.95.I3,p. 13.1.621).

Mr. Barker regretted not being at the hospital when his

wife died. He missed his wife's death by seconds.

The Death Surround: Mr. Barker

Figure 3 outlines the components of the death surround that were perceived as

helpful or unhelpful to Mr. Barker during his wife's rast24 hours of life.
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The Death Surround: Mr. Barker

Figure 3

I. Family-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Providing Comfort
1.1 Maintaining A presence

U. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Providing Patient Comfort
1.1 Managing Symptom Distress: Abdominal Distention
1.2 Maintaining Patient's physical Comfort: Turning

2. Ensuring a Comfortable Environment
2.1 Availabiliry Of The Lounge

m. Staff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The I¿st 24 Hours Of Life.

1. I^ack Of Faith In pain Management protocol
1.1 Failure To Provide Rationale For Change In Pain Medication
I.2 Observing patient's pain

IV. Consistencies in The Perceptions of The Care Milieu: The Famity Member's
And The Nurses'.

1. Deterioration In patient,s Condition
1.1 I¿ck Of signs And Symptoms Of Approaching Death

V. Inconsistencies In The Perceptions of Care: The Family Member's And The
Nurses'.

1. Patient Comfort
1.1 Effectiveness Of Pain Medication
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Family-Centred Behaviours And Care Contributing To A Positive Death Experience

Providine Comfort

Mr. Barker felt it was important to comfort his wife. Providing comfort to his

wife, helped Mr. Ba¡ker cope during the last 24 hours of his wife's life.

Maintaining a presence. Mr. Barker spent considerable time at his wife's

bedside. Except for maintaining a vigil at his wife's bedside, Mr. Barker felt

powerless to provide comfort to his wife.

...All you could do was sit there and just hold her hand (24
4pri1.95.13,p.6.1.257).

I very seldom left her alone. I would go out for a little walk for maybe half an
hour and I would be back
(24 Apnl.95. 13,p. 12.1.601).

...I stayed all the time with her

Qa Apnt.95.13.p. 14.1.705).

Mr. Bark felt unable to do something "tangible" for his wife. Therefore, being

there with his wife during her last twenty four hours of life also provided Mr. Ba¡ker

with some comfort.

Mr. Barker identif,red staff centred behaviours and care that were helpful in

managing the last 24 hours of his wife's life.

Providing Patient Comfort

It was important to Mr. Barker that his wife was comfortable during her last

24 hours of life. Managing symptom distress and maintaining physical comfort were

important nursing behaviours identified by Mr. Barker. These behaviours decreased
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Mrs. Barker's physical suffering, which in turn was comforting to Mr. Barker.

Managing symptom distress: Abdominal distention. White at home, Mrs.

Barker suffered from gas pains. Mr. Barker was consoled when the nursing staff tried

to alleviate Mrs. Barker's gas pains during the last 24 hours of her life.

...They gave her this enema so forth and I think relieved some of the
pressure...I think that, yes, I think that is the best thing that they could ever
happen is that they are very concerned and they do their best to eliminate
anything [symptoms] they ca¡r. I mean as far as suffering is concerned
Qa Apnl.95.I3,p. 14.1.7 13).

Symptom management such as relieving abdominal distention, was greatly

valued by Mr. Barker. The nursing staff were able to do something "tangible" to help

reduce Mrs. Barker's distress during her last 24 hours of life.

Maintaining patient's physical comfort: turning. The palliative ca¡e staff

helped to maintain Mrs. Barker's physical comfort during her last 24 hours of life by

turning her on a regular basis. Because Mrs. Barker was in a comatose state, the

nursing slaff ensured she was repositioned regularly. This entailed turning her from

side to side and rearranging her bed linens.

They did what they could that way in that respect. Kept turning over one
side, you know
Qa Apn1.95.13,p.23.1 1 156).

Trying to make her comfortable as possible, that's the only thing (24
April. 95. 13,p.20.1.1 0i 1).

Ensuring a Comfortable Environment

Mr. Barker was impressed with the facilities available for families at the

paliiative care unit. These facilities and services allowed Mr. Barker a reprieve from

his wife's room. However, Mr. Barker was comforted in knowing that he was close
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to his wife's room.

Availability of the lounge. Mr. Barker enjoyed visiting the lounge located on

the palliative care unit to have a coffee or to use the telephone. These services

allowed Mr. Barker to have a quick reprieve without being very far from his wife.

That was really good [lounge]. I enjoyed that. To go and have a coffee. Take
turns, you know, and then that little room they have over there with the phone
in it. That's all so very helpful (24 4pri1.95.I3,p.i9..919).

In summary, the staff helped Mr. Barker manage during his wife's last 24

hours of life by: (a) ensuring his wife's comfort, and 0) having facilities available on

the ward for the family.

Lack of Faith in Pain Management Protocol

Mr. Barker felt that his wife was physically in pain during her entire

hospitalization, and that this pain was evident in the last 24 hours of her life. Mr.

Barker believed that his wife's pain was an inevitable consequence of having cancer.

He did not blame the palliative care staff for his wife' pain. However, the tack of

pain control had a profound effect on Mr. Ba¡ker.

Failure to provide explanation for changing pain medication. At home, Mr.

Barker managed his wife's pain successfully with the administration of morphine.

Therefore, Mr. Barker did not understand why the palliative care physicians changed

his wife's pain medication from morphine to Dilaudid. This caused Mr. Barker to

question and loose faith in the pain management protocol established for his wife.

The only thing that I wondered is why they did not pur my wife on this
morphine, liquid morphine, through intravenous (2a Apnl.95.13,p.16.l.79z).
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I think it would have helped some, you know [if the physician explained his
viewpointl. He [physician] could have expressed his viewpoint and I could
have given my viewpoint (24 April.95.I3 ,p.22.1.1108).

Mr. Barker did not seek out the medical staff on his own to discuss his wife's

pain management. He believed it was more importânt to spend time with his wife than

"chasing afterphysicians". However, Mr. Barker is still left wondering if his wife's

pain may have been more effectively managed with the administration of morphine.

Observing patient's pain. Mr. Barker felt his wife was in a considerable

amount of pain during her hospitalization and during the last 24 hours of her life. It

was difficult for Mr. Barker to witness his wife's pain.

...She was sore, you could see her forehead was all scrunched up like she was
in agony

Qa ApnI.95.I3,p.7.l. 3 1 3).

She seemed to be very much in pain, yes, towards the end. Just straight agony
Qa ApnI.95 .13,p.23.1. I 126).

It really bothered him [Mr. Barker] to see her suffer with pain (24
April.95.13.F.N,p. 32.1. 161 8).

Mr. Barker was relieved when his wife died. He believed his wife's suffering

was over and that she could now rest in peace.

Commonalities And Differences Among The Family Member's

And The Nurses' Perceptions Of Important Components Of Care

During The Patient's Last 24 Hours Of Life

Those care activities and interventions that were in congruence vis-a-vis Mr.

Barker's and the nurses' perceptions of important components of care are presented.

Data from the death review tape and nurses notes support these findings.
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The Family Member's And The Nurses,

Deterioration in Patient's Condition

During the last few hours of her life, there were no overt signs that Mrs.

Barker's life was ending. Mr. Barker, and the nurse caring for Lil during the last few

hours of her life, did not recognize that her condition was deteriorating rapidty.

The nurse entered Mrs.

Barker's room at approximately four o'clock in the morning. At this time, the nurse

did not observe any signs or symptoms that Mrs. Barker's life would soon end.

However, within half an hour, Mrs. Barker died. Similarly, when Mr. Barker left the

hospital he did not sense that his wife would die in his absence.

At twenty after four or four thirty the nephew came out and said that he
noticed quite a change. I had been in there about four o'clock and she didn't
seem to be to much different. But at four thirty she was a lot different
(D.R,p.36.r.1794).

Mr' Ba¡ker would have stayed at the hospital with his wife if he had known

she was going to die. Mr. Barker regretted not being at his wife's bedside when she

died.

In.onrirt"n.i.r In Th" p.t..ptionr of Th. c*" Mili.u,

Patient's Comfort

The nurses felt Mrs. Barker was comfortable during the last day of her life.

However, Mr. Barker disagreed that his wife was comfortable during this time frame.

Effectiveness of pain medication. Mr. Barker felt his wife was in constant
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pain, and this pain was evident in the last 24 hours of her life. Cues such as frowning

and moaning led Mr. Barker to believe that his wife was having pain. However, the

nurses documented that Mrs. Barker's pain was well managed with the administration

of Dilaudid.

I noticed from evenings that they have given breakthrough Dilaudid. And that
had settled her nicely and so therefore her Dilaudid had not been increased
(D.R,p.36 .1.1771).

Mr. Barker felt his wife suffered from pain caused by the cancer. He

perceived the pain medication as ineffective in managing his wife's pain.

Summary

In summary, Mr. Barker was generally satisfied with the care provided by the

palliative care staff. Mr. Barker received comfort in by maintaining a presence at his

wife's bedside. However, it was diffîcult for Mr. Ba¡ker to witness his wife's

significant weight loss during her terminal cancer illness.

Staff behaviours and care that were perceived as helpful during Mr. Barker's

wife's last24 hours of life were identified. They included: (a) providing patient

comfort and (b) ensuring a comfortable environment. Mr. Barker also identified a

staff behaviour that was perceived as unhelpful during this time frame. The behaviour

was: lack of faith in pain management protocol

The nurses and Mr. Ba¡ker failed to recognize that his wife was deteriorating

rapidly during the last few hours of her life. The nursing staff and Mr. Ba¡ker did not

agree that Mrs. Barker's pain was well managed during the entire hospitalization and

during her last 24 hours of her life. However, Mr. Barker believed that his wife's
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pain \¡/as an inevitable consequence of having cancer and he did not blame the staff

for his wife's pain. However, from Mr. Barker's perspective his wife's pain was not

well managed.
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Case Study #4 - Mr. Ieæ,

An overview of The Illness Trajectory: A Family Member's perspective

Mr. Joe Lee was married to his wife Mary Lee for 42 yeas. They shared the

joy of raising two sons and they have seven grandchildren. One son lives in Winnipeg

and the other son resides in Calgary.

Mrs. Lee's medical problems surfaced in December of 1994. Mr. I-ee noticed

that his wife was restless and was having difficulty following conversations with

others. Mr. Lee also noticed that his wife was having difficultly counting out money

to pay for groceries.

I had noticed maybe a few days before that I would be talking to her and
things just didn't seem to be getting though... I noticed that she just had
trouble counting the change in the store
(25 April. 9 5 .14,p.2.1.65).

Mr. Iæe was concerned about his wife's unusual behaviours. Therefore, he

made an appointment for his wife to see her family physician. The family physician

attributed Mrs. Lee's symptoms to a previous cerebral vascular accident.

Mr. Lee was not convinced that his wife's symptoms were related to her

stroke. Meanwhile, Mrs. læe continued to have difficulty remembering things. She

was also having trouble signing her name on cheques at the bank. Therefore, Mr. Lee

made another appointment for his wife to see her family physician during the last

week of January 1995.

...She was just really forgetting...After we came from the bank she had really
trouble signing her name
(25 April. 9 5 .I4,p.3.1. 127).

Prior to Mary's appointment with her physician, she went to the hair salon to
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have her hair cut. Mary suffered a seizure while she was at the hair salon. Mrs. l,ee

was brought to a hospital in Winnipeg . The emergency room physician ordered

various diagnostic tests to determine the cause of Mrs. Iæe's seizure. A CT scan

indicated that Mary's seizure was caused by lesions in her brain.

Mrs. Iæe spent ten days at a local hospital in Winnipeg and then she returned

home to her family. It is unclear as to what treatment(s) Mrs. Lee received at this

time. After spending one week at home, Mrs. I.ee started to regress. Mary could no

longer feed herself and she started to become more forgetful. Then one day while

Mary was at home she suffered another seizure.

Mrs. Lee was admitted to a palliative care unit during the last week of

February 1995. She died in the month of March with her husband and two sons at her

bedside.

The Care Milieu During The Patient's Last 24 Hours Of Life

Mrs. Lee was unresponsive during the last 24 hours of her life. She was

unable to eat or drink. Mr. Lee believed his wife was not in any physical pain at this

time. However, he felt his wife's breathing was laboured and that she was having

"difficulty hanging on" during the last few hours of her life.

...She just lay there..She'd just had trouble hanging on (25
April. 95. 14,p. 8. l. 396).

Mr. Lee was at his wife's bedside the afternoon of her death. He comforted

his wife in the only way he knew how; he held her hand and reminisced about old

times. It was difficult for Mr. Iæe to observe his wife's listless body and listen to her

laboured breathing.
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It was a helpless feeling. you're just waiting for the inevitable (25
April. 95.14,p. 9. 1.455).

Mrs. Lee died with her husband and two sons at her bedside. Mr. Lee felt his

wife's death was ultimately peaceful.

The Death Surround: Mr. Lee

Figure 4 is a summary of those behaviours and activities that were helpful and

unhelpful to Mr. Lee during his wife's last24 hours of life. Mr. Lee identif,red

family- centred and staff-centred behaviours and care that were helpful and unhelpful

to him during this time.
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The Death Surround: Mr. Lee

Figure 4

I. Family-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Providing And Receiving Comfort
1.1 Maintaining A Presence
1.2 Reminiscing About The Past

II. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Patient Focused Care
1.1 Maintaining Patient's Comfort
1.2 Monitoring Patient's Condition

2. Family Focused Care
2.1 Providing Rationale For Care Activities
2.2 Answering Family Member's euestions
2.3 Providing A Private Room

3. Showing A Personal Interest In The Patient And Family
3.1 Ensuring Husband Was Informed Of Patient's Progress On A

Regular Basis
3.2 Making The Family Feel Comfortable

III. Staff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The Last 24 Hours Of Life.

1,. I¿ck Of Conract By Staff Physicians
1.1 Failure To Provide Rationale For Omission Of Care Activities

2. Failure To Oberve Spouse's Distress
2.1 Observing His Spouse's Laboured Breathing

IV. Consistencies In The Perceptions Of The Care Milieu: The Family Member's
And The Nurses'.

1. Maintaining Patient Comfort
1.1 Managing Patient's Pain
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Inconsistencies In The Perceptions of The care Milieu: The Family Member's
And The Nurses'.

1. Intensity Of The patient's Symptoms
1.1 Respiratory Distress
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Family-Centred Behaviours And Ca¡e Contributing To A Positive Death Experience

Mr. Lee identified family-centred behaviours and care that helped him cope

during his wife's last 24 hours of life. Mr. l,ee was able to differentiate between

activities provided by the staff that contributed to a positive death experience from

those provided by himself.

Providing and Receiving Comfort

The predominate behaviour Mr. Iæe found helpful in managing the last 24

hours of Mary's life was "providing and receiving comfort." For Mr. Lee "providing

and receiving comfort" included maintaining a presence at his wife's bedside, and

reminiscing about the past.

Maintaining a presence. It was important for Mr. læe to spend time with his

wife during the last 24 hours of her life. This behaviour provided comfort to Mr.

Lee, and he felt his presence also comforted his wife.

I liked to be there and, uh, just to be with her, just be around her (25
April. 95. 14,p. 15 .1.737).

Mr. Lee felt helpless to do something "tangible" for his wife durin g the last 24

hours of her life. Therefore, it was important to Mr. Lee that he was at his wife's

bedside during her dying.

Reminiscing about the past. Mr. læe sat at his wife's bedside and ¡eminisced

with her about their past together. He also brought in family pictures at placed them

at his wife's bedside. Mr. lee felt consoled when he talked to his wife about their

lives together.

Yes we would, I would reminisce... I brought some old pictures up, of family



149

snapshots we'd taken over the years and she used to look at them
(25 April. g 5.14,p.1 i.1.540).

In summary, it was comforting to Mr. I-ee to sit at his wife's bedside and

reminisce with her about their past. Mr. Lee believed that his wife may of hea¡d him

talk to her during her dying.

Mr. Lee identified staff-centred behaviours and care that were helpful to him

in managing the last 24 hours of his wife's life. The care provided to Mr. and Mrs.

Iæe influenced Mr. Iæe's perception of the death experience.

Patient Focused Care

The palliative care staff provided focused patient care to Mrs. I-ee during her

dying. Focused patient care included the following behaviours: (a) maintaining patient

comfort, and (b) monitoring the patient's condition.

Maintaining patient comfort. It was important to Mr. L€€ that his wife was

kept comfortable during the last 24 hours of her life. The nursing staff and the

orderlies attended to Mrs. Lee's comfort needs in a relaxed and compassionate

mannef.

Making her comfortable and keeping her clean. ...They were giving her all the
attention and care to which I thought, who should be getting tñe atæntion.
(25 April.95.I4,p.13.l. 619).

...I found the orderlies very helpful and the nurses were very good...Just by
the way, if they wanted to lift her, uh, get out of bed and they seemed to bL
compassionate [orderlies]...I liked the pace that they were working under
[orderlies]. They were, seemed that while they were there giving her the care
that, that was their prime concern (25 April.95.I4,p.17.l.g39).

Mr. [æe was pleased with the care his wife received during her last 24 hours
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of life. The nursing staff and the orderlies were attentive to Mrs. Lee's needs during

her dying.

Monitoring patient's condition. The nursing staff monitored Mrs. I-ee's

condition on a regular basis during her last 24 hours of life. This nursing behaviour

was comforting to Mr. Lee. He felt the nurses were doing everything possible to keep

his wife comfortable.

The attention, they were very good. They were very good. They were around
her all the time and very hetpful... We could see, uh, that they were trying to
do anything that they could do to help her
(25 April. 9 5 .14,p. 13.1.644).

...They were very good in doing what they could for her. I mean, she got the
attention and the nurses were always in and out. (25 April.95.I4,p.tS.t.ZtS¡.

By meeting Mrs. Lee's comfort needs and monitoring her condition on a

regular basis, the palliative care staff provided patient focused care. Mr. Lee felt the

palliative care staff were very conscientious in meeting his wife's needs during her

dying.

Eamilv Focused Care

Mr. I-ee felt that the palliative care staff were attentive to his needs during his

wife's dying. Although Mr. Lee felt the staff's primary responsibility was to look

after his wife, he too was comforted by the care that he received from the staff.

Providing rationale for care activities. Prior to providing care to Mrs. Iæe, the

nursing staff explained to Mr. Iæe their intentions. The nursing staff also explained

their intentions to Mr. Lee in a calm and relaxed manner.

The nurses were very good. They would telr us exactly what they were
doing. . . (25 April .95 .14,p.14.1.684).
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Mr. Lee appreciated that the staff took the time to explain their interventions.

The explanations led Mr. I-ee to believe that his wife received appropriate nursing

care.

Answering famil)¡ member's questions. The nursing staff answered Mr. Lee's

questions regarding his wife's care. This nursing behaviour was comforting to Mr.

l-eÆ,.

...Any questions we asked, they were, they were very good at answeringit (25
April. 95.14,p. 14.1. 686).

It was important to Mr. Lee that he understood how the palliative care staff

were managing his wife's care. Therefore, he appreciated the staff taking the time to

answer his many questions.

Providing a private room. Mr. Lee was grateful that his wife was placed in a

private room near the end of her tife. This afforded the Iæe family to have some

privacy during Mrs. Iæe's dying.

I think the room with one person in it is very good... I wouldn't have felt very
comfortable if there had been someone else, if there had been two people in
the room and some, another family and another set of company *oìld b"
going through the same emotions or upsets I would be going through...(25
April. 95. 14,p. 15 .1.7 44).

It was difficult enough for Mr. Lee to watch his wife die. He surmised it

would have been more difficult to observe another family's grief while he was

witnessing his wife's dying.

Mr. Lee was comforted when 'Linda', a nurse working at the pailiative care

unit was assigned to look after his wife. Linda made a special effort to make Mr. Lee
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and his wife comfortable during their stay at the palliative care unit.

!^-Lt
Linda

kept Mr. Lee up to date on his wife's progress and care. Before providing care to

Mrs. I-ee, Linda informed Mr. Lee of her intentions.

We felt very comfortable with her [Linda]. And she really went out of her way
to explain and tell us what was going on and why they wãre doing this and
doing rhat... (25 April. g 5.14,p.19.1.95 t).

Linda went out of her way to ensure Mr. Lee was informed of his wife'

condition and progress. Mr. Læe appreciated that Linda kept him informed of his

wife's progress and care during the last 24 hours of her life.

Linda spent time getting to know Mrs.

Iæe and her family. Subsequently, the Iæe family got to know Linda on a personal

basis. The Lee's were comforted when Linda was assigned to look after Mrs. Lee.

This connection with the patient and family is what made the Lee family feel

comfortable with this nurse.

...I think we felt more comfortable with her...This particular nurse was
excellent. She went out of her way to, I think, maké us feel comfortable as a
family as well as after rhe parienr (25 April.95.r4,p.20.1990).

In summary, certain staff-centred behaviours and ca¡e were helpful to Mr. Lee

during his wife's last24 hours of life. These behaviours included: providing patient

focused care, providing family focused care, and showing a personal interest in the

patient and family.

Mr. Lee recalled staff-centred behaviours and care that were perceived by him
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as unhelpful during his wife's last 24 hours of life.

Lack of Contact by Staff physicians

Mr. Lee would have preferred more personal cont.act with the medical staff on

the palliative care unit. This would have allowed Mr. Lee to discuss his wife,s care

and progress with the medical staff on a more personal basis.

Mr. Lee did not

understand why his wife did not receive intravenous therapy. He

appreciated talking to the physicians about why his wife was not

therapy.

would have

receiving intravenous

...I'd be just wondering why there was, she couldn't take any fluid or anything
in the last couple of days
(25 April.9 5.14,p.1 3.1. 656).

The doctors didn't give us to much information...If I wanted to tatk to the
doctor I had to make a point of going to see him. Or there was never a, would
drop in...To give me any progress...He [doctor] didn't try to see me...That
was one of the only things that I've had a little concern about (25
April. 95. 14,p. 14. t. 688).

Mr. Lee would have appreciated the palliative care physicians spending more

time with him to discuss his wife's progress. He felt it was the physicians

responsibility to inform him of his wife's condition.

Failure To Observe Spouse's Distress

Mr. Lee felt his wife's breathing was laboured during the last 24 hours of her

life. Mr. I-ee also believed his wife's labored breathing was an extension of the dying

process and did not blame the palliative care staff for his wife's laboured breathing.

However, Mrs. Iæe's laboured breathing had a profound effect on Mr. Lee.
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Observing spouse's laboured breathin& It was diff,rcult for Mr. I-ee to witness

his wife's laboured breathing. Except for holding Mrs. læe,s hand, Mr. Lee felt

helpless to help make his wife comfortable.

we had to listen to her, trying to breathe and just lie there (25
4pri1.95.14,p.9.1.434).

Very diff,rcult. Even talking about it now is [watching his wife's breathing] (25
4pri1.95.14,p.9.1.445).

...When it came to the part of watching his wife's breathing that was really
hard for him, tore him apart...(25 April.95.14.F.N.,p.22.1.1097).

Mr. I-ee continues to have vivid memories of his wife's laboured breathing. It

was distressing for Mr. I-ee to recall and discuss his wife's laboured breathing with

me during the interview. The nurses tailed to recognize how devastating it was to Mr.

Lee to observe his wife's breathing.

commonalities And Differences Among The Family Member's And

The Nurses' perceptions of Important components of care

During The Patient's l¿st 24 Hours Of Life

Those care activities and interventions that were in concert vis-a-vis Mr. Iæe's

and the nurses' perceptions of care provided during Mrs. Lee's last24 hours of life

are presented. Also outlined are the discrepancies among Mr. læe's and the nurses'

perceptions of care during Mrs. I-ee's last24 hours of life.

Conrirt.n.i.r In Th. p"t."ptionr Of Th. C.. Mili.u,

Mr. Lee felt the palliative care staff were conscientious in looking after his

wife. He was satisfled with the care his wife received from the staff.



155

Maintainins Comfort Care

Mr. Iæe felt that the palliative care staff did their best to try and maintain his

wife's physical comfort during her last 24 hours of life.

Managing patient's pain. Mr. I-ee felt his wife's pain was well managed

during the last 24 hours of her life. The nursing staff also felt that Mrs. Iæe was

comfortable and painfree during this time.

...She was comfortable...
(D.R. ,p.26.1.1268).
...He said she was very comfortable, and everybody took good care of her
while she was here, and he was grateful for
that(D. R.,p.29 .1. 1423).

Mr. Lee believed that she wife was painfree during the last 24 hours of her

life. He was grateful that she was spared from the pain that is often associated with

terminal cancer.

Inconsistencies In The Perceptions of The Care Milieu:

The Family Member's And The Nurses'

Intensit)¡ Of The Patient's Symptoms

Mr. Iæe felt that the palliative care staff provided comfort care to his wife.

Mr. Lee believed that his wife was not in any physical pain during her dying. He felt

that his wife's respiratory distress was part of the dying process. Further, Mr. I-ee

did not verbalize that he thought his wife's respiratory difficulties were causing her

any physical distress. However, Mr. Iæe was distressed from having to observe and

listen to his wife's laboured breathing.

Respiratory distress. According to the nurses notes Mrs. Lee's respirations
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were shallow, that she had the occasional wheeze, and that she appeared comfortable.

Mr. I-ee felt that his wife's breathing was labored and that she was having a

significant amount of difficult "hanging on" during the end of her life.

...Respirations shallow, occasional wheezy
respiration. . . (N. N. 1430,p. 30. l. 1502).

Mr. Lee's and the nurses' perceptions of Mrs. I-ee's breathing difficulties

were incongruent. However, Mr. læe believed that his wife's death was ultimately

peaceful despite her respiratory distress. Therefore, Mr. Lee and the nurses agreed

that Mrs. Iæe was comfortable during the last 24 hours of her life.

Summary

In summary, Mr. Lee identified a family-centred behaviour that was

comforting to him during his wife's last24 hours of life. This behaviour was:

providing and receiving comfort. Staff-centred behaviours and care contributing to a

positive death experience were also identified by Mr. I-ee. These behaviours included:

(a) patient focused care (b) family focused care, and (c) showing a personal interest in

the patient and family.

Mr. Iæe would have appreciated more contact with the palliative care staff

physicians during his wife's last 24 hours of life. It was also very difficult for Mr.

Lee to witness his wife's laboured breathing during the last 24 hours of her life. Mr.

Lee felt his wife's laboured breathing was a consequence of having cancer. However,

Mrs. Lee's laboured breathing had a profound negative effect on Mr. Lee.

Consistencies in the perceptions of the care milieu among the nursing staff and

Mr. Lee were identified. The nursing staff and Mr. Lee agreed that Mrs. Iæe's pain
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was well managed during the last 24 hours of her life. The nursing staff and Mr. Lee

did not agree on the intensity of Mrs. Iæe's respiratory distress. For Mr. I-ee, his

wife's respiratory distress was profound. Mr. Lee could visualize and hear his wife's

laboured breathing. However, the nurses notes did not caputure this intensity of Mrs.

l,ee's breathing problems.
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Case Study #5 - The Jobe Family

An Overview Of The Illness Trajectory: The Family Members'

Perspectives

The participants, Lynne and Mike Jobe live in rural Manitoba. They have two

young children. Lynne's deceased father, Mr. Sam Jones, was a widower for the past

16 years. Sam's wife, Edna, died of cancer of the stomach.

Mr. Jones's medical problems began to surface during the summer of 1991.

Lynne and Mike Jobe noticed that their father was very weak and tired while he was

visiting them in Manitoba. Lynne and Mike thought their father's symptoms were

unusual since he was normally a very active man.

And this trip he [Mr. Jones] came in and he went and lay down right away.
He went upstairs and had a nap. So we knew he was really tired and that...(l3
Jan.95.I5.L .J,p.2.1.91).

Mr. Jones saw a physician in Calgary regarding his symptoms. In September

of 1991 Sam was admitted to a hospital for surgery. He was told by the physicians

after his operation that he had cancer. Cancer was found in the small and large

intestine. Mr. Jones informed his family that cancer was recently discovered in his

intestines and that he would be starting chemotherapy treatments in the near future.

Lynne flew to Calgary to be with her father while he was receiving his chemotherapy

treatments.

Except for the occasional headache, Mr. Jones tolerated the chemotherapy

treatments fairly well. Mr. Jones continued to work, and he went for his

chemotherapy treatments on a weekly basis.
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He got sick a litle bir but like nothing (121an.95.15.L.J,p.3.1.155).

Just headaches. But nothing really bad
(12 Jan.95. 15.M.J,p. 3. l. 158).

Mr. Jones's physical heålth status began to deteriorate during the summer of

1992. Sam was admitted to a hospital in Calgary every summer for the past four

years. Lynne believes her father underwent some type of surgical procedure during

this time. Sam was also started on radiotherapy treatments.

While Mr. Jones received radiotherapy treatments, his heålth continued to

deteriorate. Lynne and Mike visited their father during the summer of 1994.It was

obvious to Lynne and Mike that their father had lost a considerable amount of weight.

Mr. Jones was bedridden and plagued by unrelenting nausea, vomiting, and diarrhea.

...And the whole time we were there he was bedridden for the whole time
except for one day. Because he kept throwing up and having diarrhea
(12 I an.95. 15. M.J,p.4. l. 2 1 8).

Mr. Jones continued to have dianhea. He became quite dehydrated and he was

admitted to a hospital to have a colostomy created. At this time, he received a CT

scan of his brain. The CT scan conf,rrmed that Mr. Jones's cancer was also in his

brain tissue. The physicians told Mr. Jones that his cancer was inoperable and that he

would not survive for a long period of time.

Mr. Jones decided that he wanted to spend his remaining time with his family.

He rented an apartment in Winnipeg and moved into the apartment during the last

week of September 1994. Unfortunately, Sam's health continued to deteriorate and he

was admitted to a palliative care unit six days after arriving in winnipeg.

Mr. Jones died at the palliative care unit in the winter of 1994. Lynne and
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Mike were at their father's bedside when he died.

The Care Milieu During The Patient's Last 24 Hours of Life

Mr. Jones was unable to eat any substantial meals for several weeks before his

death. He lost weight during the terminal phase of his illness. Mr. Jones weighed

approximately 100 pounds during the last few days of his life. It bothered Lynne to

see her father's body literally wasting away.

...And the weight he lost, my God, he got skinnier and skinnier and you could
start seeing ribs. One time when they [palliative care staffl were changing the
diaper or whatever it is, you could really see the hip bones there were lying
there, he was slowly disappearing, because he weighed 100 pounds (12
Jan.95.15.M.J,p. 1 6.1. 868).

Mr. Jones was unconscious during the last 24 hours of his life. His eyes would

occasionally flutter open when he was turned by the nursing staff. His respirations

were laboured and he was having periods of apnea. Mr. Jones was also having

episodes of internal bleeding during the last two weeks of his life.

Lynne phoned the palliative care ward, the morning of her father's death, to

inquire about her father's condition. The night nurse informed Lynne that her father's

condition remained unchanged from the previous days.

....So I always liked to speak to a nurse who had been on during the night. So
the nurse said that he done fine during the night...(12
Jan.95.15.L.J,p. i0.1.540).

I-ater that same morning, the nursing staff phoned Mike at work to inform him

that Sam's condition was deteriorating. Lynne and Mike went to the palliative care

wa¡d to be with Sam. They noticed that Mr. Jones's breathing pattern was different

from the previous day, his respirations were rapid followed by periods of apnea. He
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also appeared to be breathing with his mouth open.

We noticed he wasn't breathing quite the same (12 Jan.95.I5.M.J,p.11.1.581).

The nursing staff informed Mr. and Mrs. Jobe that they did not expect their

father to live through the night. Therefore, Lynne and Mike decided to stay with Sam

during his dying.

Lynne and Mike sat at Sam's bedside during his dying. Lynne and Mike were

not distressed by observing Sam's laboured breathing. They felt Sam's laboured

breathing was a sign that Sam's death was near.

The Death Surround: The Jobe Family

Figure 5 is a summary of the components of the death surround that were

perceived as helpful and unhelpful to the Jobe Family during Sam's last 24 hours of

life.



.rr:l

t62

The Death Surround: The Jobe Family

Figure 5

I. Family-Centred Behaviours And Care Contributing To A Positive Death
Experience During The l¿st 24 Hours Of Life.

1. Helping Maintain Patient's Physical Comfort
1.1 Stretching The Patient's Back

2. Maintaining A Presence During The Patient's Dying
2.1 Holding Patient's Hand
2.2 Talking To The Patient

3. Developing A Support System With Other Families
3.1 Engaging In Informal Conversations With Other

Families
3.2 Sharing And Comparing Experiences

II. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Family Focused Care
1. 1 Providing Direct And Honest Explanations
1.2 Informing Family Of Patient's Progress
1.3 Aranging Meetings With Physicians
1.4 Providing Family With Some Privacy During The Patient's

Dying

III. Shff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The l¿st 24 Hours Of Life.

1. Inadequacies In Staffing
1.1 Insuff,rcient Numbers Of Staff To Meet Patients'

Comfort Needs
1.2 Inadequate Patient Monitoring

ry. Consistencies In The Perceptions Of The Care Milieu: The Family Members'
and the Nurses'.

1. Peaceful Death
l.i Physical Comfort: Effective Pain Management
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Family-Centred Behaviours And Care Contributing To A Positive Death Experience

Mr. and Mrs. Jobe identihed family-centred behaviours and care that were

helpful to them during Mr. Jones's last 24 hours of life. These behaviours and care

were: (a) helping maintain patient's physical comfort (b) being present during

patient's dying, and (c) developing a support system with other family members.

Helping Maintain Patient's Physical Comfort

It was important to Lynne and Mike that Sam was physically comfortable

during his dying. Sam lost a considerable amount of weight during his hospitalízation.

As a result of lying in bed for long periods of time, Sam muscle's were stiff and sore.

Stretching the patient's back. Sam experienced some back discomfort during

the last few days of his life. Therefore, Mike would help Sam stretch his back by

holding on to his arms, and helping him lean forwa¡d in his bed. This relieved some

of the pressure on Sam's back, made him feel relaxed, and partially alleviated some

of his back discomfort.

...I would pick him up by the arms and stretch him forward. He felt a lot
better doing that. I would sit there for f,rve, ten minutes at a time and Sam said
"Well, are getting tired"?, and I said "No, we will hold you up there like that,
that is quite alright." Because it made a difference (12
Jan.95.15.M.J,p. 1 6.1. 843).

Mike believed that it was important that his father-in-law receive some type of

stretching exercises to relieve his back pain. Mike felt that these exercises decreased

the amount of analgesia that Sam required.

Maintaining a Presence During The Patient's Dying

It was important to Lynne and Mike that they were with Sam to help him
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through his dying. Lynne and Mike tried to help Sam through his dying by sitting at

his bedside holding his hands and talking to him.

Holding the patient's hand. Lynne and Mike sat at Sam's bedside and held his

hands during his dying. Lynne and Mike felt that it was important that Sam sense that

they were there with him during his dying.

Yes, Mike was holding the one hand and I was holding the other one (12
Jan. 95. 15. L. J,p. 3 i .1. 1673).

It was comforting to Lynne and Mike to hold their father's hands during his

dying. They also believed that this gesture was also comforting to Sam.

Talking to the patient. Although Sam was unconscious, Lynne and Mike

believed that he could hear them speak to him. By talking to Sam, Lynne and Mike

felt he would know that they were there with him during his dying.

Like they say the hearing is the last to go and who knows, to us anyways, we
feel that he knew that we were there until the end. You now, we did not
abandon him or nothing, but we were there right to the bitter end
(12 Jan.95.15. M.J,p. 3 l.I. 167 6).

Lynne and Mike did not want Sam to die in a strange environment without his

family with him. Therefore, by talking to Sam during his dying, Mr. and Mrs. Jobe

felt that Sam sensed they were there with him.

Developing a Support System V/ith Other Families

During Sam's hospitalization, Lynne and Mike became acquainted with family

members of other patients on the palliative care unit. Families offered support to

other families during the dying and death of a loved one.

Engaging in informal conversations with other families. Lynne and Mike often
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went to the family room on the palliative care unit. They became acquainted with

relatives and friends of other patients. Lynne and Mike appreciated having other

families nearby to tatk to about general everyday events, or to share a cup of coffee

with them.

You just talk. I mean there is always somebody there. You can go get a coffee
out of the lounge and there is arways somebody there to say tri tó...
(12 Jan.95.15. L. J,p. 3 6.1. 197 6).

Other families appeared astute in recognizing if someone wanted to talk or if
he or she just wanted to sit quietly. There was never any pressure to engage in

conversation with others.

Sharing and comparing experiences. Many of these informal relationships with

other families progressed to a deeper level. There were occasions when Lynne and

Mike shared and compared personal experiences with the members of other families.

Often, there was conf,rrmation of experiences between different families. Families

shared information with others that they felt was helpful to them concerning the death

of their loved ones.

...You get to notice that it is a lot of the same signs in your family member
that is in theirs. You know, someone would say ;oh, tró is aoing ihi, toduy,'.
"oh yes, mine did that too, or you know..." There is a lot ortnãt 1tz
Jan.95.I5.L .J,p.37 .t.20t9).

We told one family member some of the preparations that we did for Sam and
everything else...That made a big difference because you do not think of these
things and I rold her rhar. ..(12 Jan.95.15.M.J,p.3g.1.i036).

Family members developed triendships with other relatives and friends of

patients on the palliative care unit. They provided comfort and suppoÍ to each other

during a loved one's dying and death. Families also exchanged information regarding
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their loved one's dying trajectory and validated and confirmed effective treatments.

In summary, Lynne and Mike identif,red family-centred behaviours and ca¡e

that were helpful to them during their father's last 24 hours of life. Mr. and Mrs.

Jobe felt these behaviours and care were comforting to their father and also to

themselves during this time.

Family Focused Care

The palliative care staff provided family focused care to Mrs. and Mr. Jobe

during Sam's last24 hours of life. For theJobe family, family focused care included:

(a) providing honest and direct explanations @) informing family of the patient's

progress (c) arranging meetings with physicians, and (d) providing family with some

privacy during Sam's dying.

Providing honest and direct explanations. The palliative care nurses went out

of their way to ensure that Lynne and Mike were informed of the care plan for their

father. The staff also provided Mr. and Mrs. Jobe with direct and honest answers to

their questions concerning their father's situation.

They were very supportive and every time we saw the different pills or
medication we would ask "What is this and what is that for"? And they
explained what it was all about. ..(12 Jan.95.15.M.J,p.20.1.1063).

Every time we saw them we always talked to them and they never beat around
the bush. We asked them specific questions and they gave us the answers... So
they didn' r hesitate (12 J an.95 .I5 .M.1,p.21 . t. 1 106).

Mr. and Mrs. Jobe appreciated that the staff provided them with direct and

honest answers to their questions. This helped Lynne and Mike to prepare for the
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eventual death of their father.

Informing famil)¡ of the patient's progress. The palliative care staff provided

detailed reports to Mr. and Mrs. Jobe regarding their father's progress and condition.

The staff also kept Mr. and Mrs. Jobe informed about routine aspects of their father's

day at the palliative care unit.

They never hesitated like I mean they couldn't tell us enough. Every time we
asked how was his day today, out with the chart. Matter of fact, they had
brought some paper and all that, the notes, started to refer to that and said
"Well he was like this today, he ate that much today, he did this afternoon,
he had a bath, he felt fine...,, (12 Jan.95.I5.M.J,p.20J.1076)

M¡. and Mrs. Jobe were grateful that the staff kept them up to date on how

their father spent his time while on the palliative care unit. This information

influenced the Jobes' perceptions of their father's condition. Lynne and Mike used

this information to determine if their father's health status was continuing to

deteriorate.

Arranging visits with the physicians. Nurses on the palliative care unit made

arrangements for Mr. and Mrs. Jobe to talk with the palliative care staff physicians.

Mr. and Mrs. Jobe appreciated talking to the physicians about their father,s progress

and care.

If we needed to see the doctor they always knew when the doctor would be in
so you could talk to them. They [nurses] would tell us who was on cail and
tell us "Come at this time and we will make sure he/she hangs around." (12
Jan.95.I5.L .J ,p.27.1. 1 120)

Mr' and Mrs. Jobe felt that it was the physicians' responsibility to keep them

informed about their father's progress. Therefore, it was important that Lynne and

Mike maintain contact with the palliative care physicians.
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Mr. and Mrs.

Jobe wanted time alone with their father during his dying. At the same time, it was

important to Mr. and Mrs. Jobe that the nursing staff we¡e available to them. This

provided the Jobe family with a sense of balance between wanting to spend time alone

with their father and knowing the nursing staff were available to them.

She [a nurse] came in every now and then but basically they left us alone that
day. If we needed anything then we would go and getihem. But they knew, I
mean we knew, and they basically left us alone
(12 1an.95.15.L.1,p.21.1. 1 143).

They were there if we wanted them. We said "No, we're fine." So they left us
alone which was whar we wanred (r2 Jn.95.I5.M.J,p.23.1.1257).

Mr. and Mrs. Jobe believed the nursing staff were astute in recognizing that

they wanted time alone to be with their dying father. Lynne and Mike appreciated that

the staff provided them with this time but they were also grateful that the staff did not

abandon them during their father's dying.

Mr. and Mrs. Jobe identified staff-centred behaviours and care that were

unhelpful to them during the last 24 hours of their father's life. They perceived that

the palliative care unit was understaffed.

Inadequacies In Staffing

Mr. and Mrs. Jobe perceived that the palliative care unit needed to employ

more professional and auxiliary staff members. They identif,red that the staff delivered

competent and appropriate care. However, they felt there was an inadequate number

of staff members (professional and auxiliary) available to monitor and deliver the care
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that the patients required.

Insuff,rcient numbers of staff to meet patients' comfort needs. Mr. and Mrs.

Jobe were appreciative of the care that Sam received from the palliative care staff.

However, because of a shortage of staff members, they felt that the staff were unable

to provide Sam with the comfort care that he required on a regular basis. Sam was

frequently uncomfortabte in bed and enjoyed having someone 'stretch' his muscles.

Lynne believed that her father did not receive range of motion exercises as often as he

should have.

If they had more people that could help with things like that [comfort
measuresl. So during the day there is nobody [staff] to do that [comfort
measuresl so you feel maybe has was missing out. The only time he got real
therapy is when he was still able to walk
(12 J an.95. 15. L. M,p. 25 .1.133 t).

Lynne and Mike both worked full-time. They were unable to always come to

the hospitai and help Sam stretch his back. Therefore, they felt the staff should have

provided these comfort measures for their father.

Inadequate patient monitoring. Because of inadequate staffing, Mr. and Mrs.

Jobe believed that the palliative care staff did not have enough time to monitor Sam's

condition on a consistent basis. They identified that Sam's colostomy bag was not

checked regularly, and that the staff did not have enough time to help him with his

meals.

...His colostomy had discha¡ge...He started to hemorrhage. I mean, we
arrived, so who knows how long actually he had been like that. And it was not
like ten minutes because it [colostomy] had been sitting there quite awhile. So
I mean he is not checked. A lot of times we came in and he was not able to
eat on his own. They [staff] were not able to feed him. He probably did not
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eat just because nobody could hetp him
(12 Jarl.95.15.M. J. &L .J,p.28.1. 1494).

Mr. and Mrs. Jobe felt that the palliative care unit was at times understaffed.

They believed that the care that Sam actually received by the staff was generally

adequate. However, Lynne and Mike also believed that the paltiative care unit needed

more employees to better meet the various needs of the patients on the unit.

commonalities And Differences Among The Family Members' And

The Nurses' Perceptions of Important components of The ca¡e

During The Patient's Last 24 Hours Of Life

Those care activities and interventions that were in concert vis-a-vis Mr. and

Mrs. Jobe's and the nurses' perceptions of care provided during the last 24 hours of

Sam's life are presented in the following section. There were no discrepancies found

among Mr. and Mrs. Jobe's and the nurses'perceptions of careduring Sam's last24

hours of life.

Consistencies In The Perceptions Of The Care Milieu:

The Family Members' And The Nurses'

Peaceful Death

Mr. and Mrs. Jobe and the nurses at the paltiative care unit agreed that Sam's

death was peaceful. Sam was physically comfortabte during his dying and his family

were able to maintain a presence at their father's bedside.

Physical comfort: effective pain management. Mr. and Mrs. Jobe were

grateful that Sam was not in any pain during his last 24 hours of life. The nursing

staff at the palliative care unit also agreed that Sam's pain was well managed during
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the last 24 hours of his life.

He seemed comfortable the whole way through...As he was dying, like taking
his last breaths he almost had a look of relief on his face and ttraf was kind ol
neat. He just relaxed and died
(D.R,p.44.1.2354).

Mr. and Mrs. Jobe were grateful that their father did not suffe¡ from any

physical pain during his dying. This allowed them to maintain a presence at their

father's bedside and help him through his dying.

Summary

In summary, Mr. and Mrs. Jobe identified family-centred behaviours and care

that contributed to a positive death experience during Sam's \ast24 hours of life.

These behaviours and ca¡e were: (a) helping maintain patient's physical comfort (b)

maintaining a presence during Såm's dying and, (c) developing a support system with

other families on the palliative care unit.

Lynne and Mike Jobe also identified staff-centred behaviours and care that

were helpful and unhelpful to them during Sam's dying. The theme that captured the

behaviour that Lynne and Mike perceived as helpful was: (a) family focused care.

The theme that captured a staff-centred behaviour that was perceived as unhelpful

was: (a) inadequacies in staffing.

Consistencies among Mr. and Mrs. Jobe's and the nurses' perceptions of

important components of the care milieu during Sam's last24 hours of life were

identified. Mr. and Mrs. Jobe and the nurses at the palliative care unit agreed that

Sam's death was peaceful. No discrepancies among Mr. and Mrs. Jobe's and the

nurses' perceptions of important components of care were identified.
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Case Study #6 - The Reed Family

Mr. Carl Reed was married to his wife Sue Reed for 50 years. They raised

nine children and enjoyed 26 grandchildren. Three of the children live in Winnipeg

and the other six children reside in other Canadian provinces.

Two daughters, sally and Liz, and one son, John, participated in this

interview. All three participants were married and lived in Winnipeg. Sally, Liz, and

John were, and continue to be, supportive to each other after the death of their father,

Mr. Carl Re€d.

Mr. Reed's medical problems surfaced during the winter of 1990. At that

time, he was admitted to a local hospital for a radical prostectomy. Following his

surgery, Carl experienced vague abdominal pains and lacked the energy he required to

carry out his daily activities. He became disinterested in his favourite hobby, fishing,

because he was no longer able to sit for long periods of time in the boat.

He had problems sining down. He couldn't sit down for more than half an
hour without being in pain. He couldn't go fishing any more because he had
problems sitting on the boar (8 Feb.95.16.L.R,p.2.1.92).

Carl's physical health continued to gradually decline. During the winter of

1994 Ca¡l told his family that he was experiencing constipation, headaches, and lower

abdominal pain. At this time, Carl's doctor sent him for various diagnostic tests to

determine the source of his symptoms. The tests did not provide an explanation for

any of Carl's symptoms. Carl, however, sensed that there was something physically

wrong with him. He could not determine what was causing his symptoms.
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He kept insisting that there was something wrong. He knew there was
something not correct but he couldn't come up with it (g
Feb. 95. 16. J. R,p. 3.1. I 47).

During the spring of 1994 Carl made another appointment to see his physician.

Carl informed his physician that he was still experiencing abdominal pain and that his

stomach was "gurgling non-stop". A barium enema revealed that there was a growth

at the juncture of Carl's small and large intestines. Meanwhile, Carl was constantly

nauseated and generally felt unwell.

Carl was admitted to a hospital in April of 1994 for surgery. The surgeon

informed the Reed family that their father had metastatic cancer and, except for

palliative measures, there was nothing he could do for their father.

Mr. Reed returned to his home after spending 12 days in the hospital. His

physical he¿lth continued to deteriorate during the summer months of 1994. During

August of L994,Lizfelt that her father was experiencing a lot of pain. Mr. Reed

refused to take morphine for his pain. Carl wanted to remain alert, and he felt he

would not be able to do so if he took morphine for his pain. Therefore, Liz felt it was

difficult for the physicians to manage Mr. Reed's pain effectively.

He was a hard person to treat forpain...He did not want to take morphine
because of all the stories about rhat drug (8 Feb.95.16.L.R,p.9.1.456i.

Mr. Reed started to have hallucinations during October Igg4. At f,rrst, Mr.

Reed's hallucination's were visual; he saw different types of animals in his apartment.

EventuallY, Mr. Reed's hallucinations became more violent in nature. He became

threatened by these hallucinations and his wife became scared for her husband's

safety.
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The Reed family had previously arranged for their father to be admitted to a

palliative care unit. Because of Mr. Reed's hallucinations, the Reed family decided

that it was time that they brought their father to the hospital to be admitted to the

palliative care unit. Initially, Mr. Reed told his family that he wanted to die at home.

Because Carl was experiencing hallucinations he felt secure and safe at the palliative

care unit.

...My husband and I went to visit him [Mr. Re.ed] and he kept saying to my
husband "You saw those guys that were running after me"? He was convinced
even the next morning that they were running after him. So he felt really
protected in the hospital
(8 Feb.95.16. S.R,p. 12.t.6t3).

The Reed family decided that they would take turns looking after their father.

Two members of the Reed family stayed at the hospital with Mr. Reed during his

dying. Mr. Reed died one week after being admitted to the palliative care unit. Sally

and Jean were having a snack at the hospital cafeteria when they were paged to return

to their father's room. Although Sally and Jean were enroute to their father's room,

he had atready died. Mrs. Reed and her daughter Margaret were present during Mr.

Reed's dying. John was not at the hospital when his father died.

Th" c*. Mili.u During Th. puti"nt'r I^t 24 Hou* of Lif"

Mr. Reed died on a Saturday night. Two days prior to Mr. Reed's death he

became very agitated and aggressive. His family also believed that he was

experiencing severe abdominal pain. The palliative care staff and the Reed family did

not anticipate the sudden onset of Mr. Reed's symtoms. Mr. Reed's physicians

adjusted his medications as soon as they were made aware of his symptoms. Mr.



t75

Reed's family tried to help Mr. Reed the only way they knew how, they held his

hands and stayed with him. The palliative care physician changed Mr. Reed's

medications.

The medications proved effective in alleviating Mr. Reed's anxiety and pain.

On the evening of his death, Mr. Reed was comatose. His eyes would occasionally

flutter open. He was also calmer; the Reed family were able to relax and support their

father through his dying. The Reed family were not sure if their father was able to

hear them during the last 24 hours of his life.

He would open his eyes once in awhile. We never knew if he knew what was
really going on
(8 Feb.95.16.S.R,p.2 4.1. 1269).

Mrs. Reed and Margaret were at Carl's bedside when he died. Margaret

recognized that Carl's life was ending and paged Sally and Jean, who were at the

hospital cafeteria, to return to Mr. Reed's bedside. Mr. Reed died within seconds

after Margaret paged her sisters. Sally and Liz were thankful that their mother was

with their father when he died.

My father was asking for her [Mrs. Reed], during the last few days of his lifel
because he felt himself going down and every time he was going down one
rung of the ladder he thought it would be the last one because he never knew.
We did not know either how many rungs there were to go. So I am glad she
was there when it happened (8 Feb.95.16.L.R,p.25 .1.1349).

The Reed family was grateful that their father's suffering had ended. They

miss their father's presence in their lives and think of him often. They are now faced

with the challenge of rebuilding their lives and grieving the loss of their dea¡ father.
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The Death Surround: The Reed Family

The following section is a thematic analysis of the components of the death

surround that were perceived as helpful and unhelpful to the Reed family members

during their father's last 24 hours of life. Figure 6 is a summary of the thematic

analysis for this case study.
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The Death Surround: The Reed Family

Figure 6

I. Family-Centred Behaviours And Ca¡e Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Providing Patient Comfort
1.1 Maintaining A Presence
1.2 Participating In Patient's physical Care
1.3 Praying Wirh The patienr

2. Renewing And Developing New Relationships
2.1 Gathering Of Family Members
2.2 Talking To Other Families On The Palliative Care Unit

II. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Family Focused Care
1.1 Encouraging The Family To participate In The patient's

Physical Care
1.2 Providing Patient progress Reports And Updates
1.3 Providing A Private Room

2. Patient Focused Care: A Team Effort
2.1 Inquiring About And Providing For Patient Comfort Needs
2.2 Taiking To The parienr

2.3 Warming Hands

3. Showing a Personal Interest In The patient
3.1 Phoning The Palliative Care physician

3.2 Thinking About The patient At Home

ry. Consistencies In The Perceptions Of The Care Milieu: The Family Members'
And The Nurses'.

1. Recognizing The Patient's And The Family,s Distress
1.1 Recognizing Patient's Agitation
1,.2 Recognizing Patient's Pain
1.3 Appreciating The Family's Feelings
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Family-Centred Behaviours And Care Contributing To A Positive Death Experience

Providing Patient Comfort

It was important for the Reed family to comfort their father during his dying.

For the Reed family, the behaviours and care that they perceived as comforting

included: (a) maintaining a presence (b) participating in the patient's physical care

and, (c) praying with the patient.

Maintaining a presence. The Reed famity wanted to be at their father's bedside

during his dying. Mr. Reed expressed to his famity that he did not want to be alone

when he died. Therefore, the Reed family took turns being with their father 24 hours

a day while he was at the palliative care unit.

I think it is important for the total grieving process because I could not
imagine being out of the province or something and not being able to be there
[with his father] (8 Feb.95.16.J,R,p.28 .1.1497).

John felt that it was important to him to be with his father during his dying.

He felt that his other relatives who did not spend as much time with Mr. Reed,

because they lived out of town, had a difficult time during the bereavement period.

Participating in patient's physical care. It was important to Sally, Liz, and

John to help with the physical aspects of their father's care. This allowed them to do

something "concrete" for their father during his dying.

well, throughout that ordeal we concentrated on was to make him as
comfortable as possible. That was the only thing that we could do (g
Feb. 95. 16.L. R,p. 28.1 .1459).

Well the concept of palliative care as I saw it was good that the family could
actually move and provide most of the care to dad except like you know the
essential care (8 Feb.95.I6.J.R,p.32.1. 1683).
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John, Liz, and Sally were grateful that the palliative care staff encouraged

them to care for their father. Participating in their father's physical ca¡e ailowed Jean,

liz, and John to believe that they did everything possibie to make their father

comfortable during his dying.

Praying with the patient. The Reed family are devoted Catholics. Therefore,

praying was a normal activity in their lives. Liz would sit with her father at his

bedside and pray with him during his dying.

...Friday morning during my shift I was with my sister. He [father] wanted to
pray so we started praying with him and three Hail Mary's and then he said
three more for the Virgin Mary and then [started crying]
(8 Feb.95.16.L.R,p. 16.1. 854).

Lizfelt her father was comforted when she prayed with him. It was also

comforting for Liz to be able to pray with her father.

The Reed family gathered together to be with their dying father. Family

members from other provinces congregated at Mr. Reed's bedside. New friendships

were also developed with families of patients on the paliative care unit.

Gathering of family members. Many out of town family members gathered at

Mr. Reed's beside to visit with him and help him through his dying. This allowed the

Reed family to reunite and offer support to each other during Mr. Reed's dying.

...It had been many years that we had not spent that kind of time together as a
family. Although we gathered because dad was dying in a sense we ipent visits
together. We spent a lot of time just the family
(8 Feb.95.16.S.R,p.28.1. 151 1).

During their father's dying, Liz, Saliy, and John visited with famiiy members
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that they have not seen in a long time. It was comforting to them to have so many

family members reunite to be with Mr. Reed.

Talking to other families on the palliative care unit. Liz, Sally, and John

appreciated that other families and friends of patients on the palliative care unit were

available to talk to during their father's dying.

And we got to meet other families going through the same thing. During the
night I especially appreciated that because more or less the ward goes to sleep
and we were taking shifts...But you were never alone because the nurse would
come in and talk or someone else whose mother or dad, mom or dad, was
going through the same. So I thought that was quite helpful. It is rhe
atmosphere of friendliness, support, and compassion
(8 Feb.95.16.L.R..,J.R.,S.R,p.34.1. 1 801).

Although it was difficult for Sally, Liz, and John to witness their father's

death, they were grateful that other families were with them to offer their support.

The Reed family identifîed staff-centred behaviours and care that were helpful

to them during their father's dying. These behaviours and care included: (a) focused

family care, and (b) focused patient care: A team effort

Family Focused Care

Palliative care staff helped the Reed family through their father's dying. The

behaviours and care that were helpful to the Reed family \'/ere: (a) encouraging family

to participate in the patient's cate @) providing patient progress reports and updates,

and (c) providing a private room

Encouraging-the family to participate in the patient's physical care. The

palliative care staff allowed and encouraged Liz, Sally, and John to participate in their
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father's physical care. However, the staff did not abandon the family and made

themselves available to them if they need their herp and advice.

...We just about were caring for dad most of the time for his needs [physical
needsl
(8 Feb.95. I6.J. R,p. 32 .1. 1694).

The palliative care staff invited Sally, Liz, and John to look after the physical

needs of their father during his dying. Saily, Liz, and John bathed, shaved, and

changed their father's linens. It was important for the Reed family to be able to

participate in their father's care and to provide comfort to him the only way the knew

how, by helping meet their father's physical needs.

Providing patient progress reports and updates. The nurses working at the

palliative care unit regularly provided the Reed family with updates and progress

repofts regarding their father's health status. These reports and updates furnished the

Reed family with the information they needed to make various decisions. For

example, depending on the type of progress reports the Reed family would receive,

they would decide if they would leave the hospital for a few hours and go out for

supper.

What I liked, she [nurse] would give me updates...She would come and say
well at six o'clock these a¡e the symptoms that he displayed. This is what is
happening...So when I left at four the nurse came and told us that he was
getting very cold. So I asked her if I would have time to go home for supper
and she said "Yes, don't hurry but make sure your back in the next number of
hours." So I enjoyed getting a report like that (8 Feb.95.16.L.R,p.2l ].1126).

The Reed family valued the progress reports and updates on their father's

he¿lth status. The Reed family made decisions, such as calling out of town relatives

and taking turns being at the hospital, based on the progress reports they received.
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Providing a private room. The palliative care staff moved Mr. Reed to a

private room. The Reed family appreciated this gesture since they were a large

family.

Another thing palliative care did that was really thoughtful was when they saw
that we were a big family, nine children, they moved dad to a larger
room...So there was lots of space for everybody
(8 Feb. 95.16.L.R,p.26. l. i 39 1).

The Reed family were grateful that their father was moved to a private room.

This allowed the Reed family some privacy to be with their dying father.

Patient Focused Care: A Team Effort

The palliative care staff provided Mr. Reed with patient focused care. The

Reed family appreciated that the palliative care staff were attentive to their father's

needs during his dying.

Inquiring about and providing for patient's comfort needs. The orderlies and

the nursing staff sensed that the Reed family needed some privacy to be with their

dying father. However, the nurses and orderlies ensured that Mr. Reed was physically

comfortable during his dying by changing his bed linens and giving him sponge baths.

And there was an orderly, he was so nice. He would come and check even if
dad was surrounded by family...But, even if we were there he would come in
and ask "Does he need anything, is everything alright, does he need to be
changed"? (8 Feb.95.I6.L.R,p.21.1. 1094)

And the nurse was exceptional. She took time to relate to the family as well as
taking care of dad and really seeing that he was comfortable as possible
(8 Feb.95.I6.J.R,p.21.1. 1 120).

...They would give him a bath, a sponge bath, because he was sweating. He
was sweating so much he was always wet...They would change him from head
to toe...So he really had good care (8 Feb.95.I6.L.R,p.20.1.1032).
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The palliative care staff took the time to ensure that Mr. Reed was comfortable

during his dying. The staff were not intimidated by the presence of a large family.

The palliative care staff considered the patient and the family as one "unit', and were

aware that that Mr. Reed was part of a family system.

Talking to the patient. Although Mr. Reed was unconscious during the last 24

hours of his life, the nursing staff always informed him of what they were up to. The

Reed family believed this was important in order to try and maintain Mr. Reed's

dignity and respecting his personhood.

She [nurse] was also very kind to dad. She would tatk to dad while some of
the other nurses would treat him as a log (g Feb.95.16.s.R. ,L.R,p.2z.l.ll73).

She [nurse] would come by like even though he was semi-comatose. She
would talk to him and say "I'm going to do this now." Like I feel your a
patient no matter your state of consciousness. Somebody comes to you and
talks gently to you and turns you over, the impression that you feeí is that you
are loved and cared for...
(8 Feb.95.I6.J.R,p.23.1. 1 191).

The Reed family were pleased that this particular nurse was looking after there

father during his dying. The nurse helped the Reed family manage during their

father's dying.

Warming hands. The orderlies and the nursing staff warmed their hands before

providing patient care to Mr. Reed. This behaviour was very comforting to the Reed

family.

she [nurse] would warm up her hands, that was kind of nice...(g
Feb. 95. 16. L. R,p. 23.1 . 1207).

Albert was just super [orderly]. Just excellent, he was the best...He was realty
careful. Albert would say "Hi Mr. Reed" and he would warm up his hands. I
thought that was so important because I hate cold hands...
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(8 Feb. 95. 16. L.R,p.4 5 .1.2397).

Liz, Sally, and John were grateful that the palliative care staff were attentive

to their father's needs. They believed the palliative care staff cared for and treated

their father with respect and dignity. The Reed family members felt that these caring

behaviours were important compoents of care and were pleased that the staff

performed these behaviours while caring for their father.

Showing a Personal Interest in The Patient

Monica, a nurse working at the palliative care unit, was with Mr. Reed and

his family during part of his last 24 hours of life. The Reed family were pleased that

Monica was assigned to look after their father because the they thought Monica was

caring.

Phoning the palliative care physician. Mr. Reed suddenly became restless and

agitated the day before he died. Monica was concerned about Mr. Reed's symptoms

and phoned the physician on a regular basis to provide him with an update on Mr.

Reed, and to obtain orders for medication(s) to help relieve his symptoms.

The nurse that was on duty Friday night was really dedicated to dad's cause
because she saw how much he was suffering....she was trying to call the
doctor every half hour and giving him an update on his condition (8
Feb. 95.16. L. R,p. 19.1. 98 1).

The Reed family was impressed that Monica was so concerned about their

father and did not ignore their father's symptoms. They believe that Monica did

everything she could possibly do to alleviate Mr. Reed's symptoms.

Thinkine about the patient at home. Monica gave Mr. Reed a sedative on

Friday night to help him relax. However, since she went off duty shortly after
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administering the medication, she did not see if the medication was effective. The

next day Monica informed Liz that she was thinking about how Mr. Reed was

managing when she went home on Friday night.

...The next day when Monica came on duty at four she came to see me and
she said "I did not sleep all night..." I said "Well why not"? Becausel did not
think that nurses took their patient's home. She said "I usually don't but this
one I did. " She was very worried about, you know, she had bugged the doctor
so much... (8 Feb.95.I6.L.R,p. i9.1.989).

Monica was a casual nurse working at the palliative care unit. The Reed

family were impressed with Monica because she thought about their father's well

being while off duty. Monica considered Mr. Reed a person worthy of her

consideration and not just an object.

Staff-Centred Behaviours And Care Contributing To A Negative Death Experience

The Reed family expressed that there were no staff-centred behaviours and

care that contributed to a negative death experience for their family.

Commonalities And Differences Among The Family Members'

And The Nurses' Perceptions Of Important Components

Of Care During The Patient's I¿st 24 Hours Of Life

Those ca¡e activities and interventions that were in concert vis-a-vis the Reed

family's and the nurses' perceptions of care providing during the last 24 hours of life

are outlined. There were no discrepancies observed among the Reed family's and the

nurses' perceptions of important components of care during the last 24 hours of Mr.

Reed's life.
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Consistencies In The Perceptions Of The Care Milieu:

The Family Members' And The Nurses'

Recognizing The Patient's and The Family's Distress

The Reed family and the nurses caring for Mr. Reed during his last 24 hours

of life recognized that Mr. Reed was agitated and in pain the Friday before his death.

Recognizing patient's agitation. The nurses caring for Mr. Reed during the last

24 hours of his life recognized that Mr. Reed was agitated. They administered

medication to help manage Mr. Reed's agitation.

Patient was restless and agitated periodically throughout the evening
(N.N,p.67.1.3608).

The nurses caring for Mr. Reed tried to manage Mr. Reed's restlessness and

agitation with the administration of medications. Eventually, these medications were

effective in relieving Mr. Reed's symptoms.

Recognizing patient's pain. The nurses caring for Mr. Reed recognized that he

was experiencing pain the Friday evening before his death.

Complained of pain in his abdomen. Putling at ostomy, attempting to void
(N.N,p.67.1.3610).

Eventually, the nurses were able to manage Mr. Reed's abdominal pain

successfully. Mr. Re€d died peacefully the day after this event took place.

Aopreciating the family's feelings. The nurse who recorded Mr. Reed's death

review tape recognized that it was difficult for the Reed family to observe their

father's agitation and pain on the Friday before his death. The nurse recognized and

tried various interventions to help relieve Mr. Reed's symptoms.
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One thing the Reed family talked about a lot with my interactions with them
was the night, the evening Mr. Reed was quite uncomfortable, agitated, and
restless...I was his nurse that evening and I had tried to increase his analgesia
and that had not kept him comfortable. Anyways the family were just
wondering why he had to suffer so much the evening before and this evening
he was calm and comfortable. so the family were very appreciative of
everything that I had tried and were so relieved that this evening was going so
well and he seemed to be at peace (D.R,p.7l .1.3782).

The nurses caring for Mr. Reed during his last 24 hours of life recognized that

Mr. Reed's agitation and pain were not well managed. The nurse caring for Mr. Reed

the night he died also recognizeÀ that it was difficult for the Reed family to have

witnessed Mr. Reed's symptoms the Friday before his death.

Summary

In summary, the Reed family identified family-centred behaviours and care

that were helpful to them during their father's dying. These behaviours and care

included: (a) providing patient comfort, and (b) renewing and developing new

relationships.

Staff-centred behaviours and care contributing to a positive experience were

identified. The behaviours that were helpful to the Reed family during their father's

dying included: (a) family focused care (b) patient focused care: A team effort, and

(c) showing a personal interest in the patient. The Reed family did not identify and

staff-centred behaviours and care that were unhelpful to them during this time.

Consistencies in the perceptions of the care milieu among the Reed family and

the nurses were identified. The theme that captured this behaviours was: (a)

recognizing the patient's and the family's distress. No inconsistencies among the

nurses' and the Reed's perceptions of important components of care were identihed.
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Case Study #7 - M.r. Smith

Mr. Smith was married to his wife Olivia Smith for 48 years. They shared the

joy of raising two children, a son and a daughter, and five grandchildren. Mr.

Smith's son, Mike, lives in Winnipeg and is viewed by Mr. Smith as supportive. The

daughter, Mary, lives in Nova Scotia.

Mrs. Smith's medical problems became apparent in the winter of 1989. A

cancerous growth was detected in one of her salivary glands. At this time, Olivia

underwent radiation treatments.

Olivia's cancer remained in remission for four years. In 1993, cancerous cells

were detected in Olivia's iungs. Mrs. Smith's physical he¿lth status deteriorated

rapidly from this point on. Olivia suffered a stroke in the spring of 1994 which left

her partially paralyzed on one side of her body. After her stroke, Olivia also fell

several times at home causing bruising and skin abrasions to her limbs.

My wife suffered a stroke which left her right side pretty weak and as a result
of that she had a couple of falls in the house. Once she scraped herself quite
badly (13 Jan.95.I7,p.2.1. 100).

Mr. smith was also concerned about his wife's smoking. up until her

admission to a palliative care unit, Mrs. Smith continued to smoke. However, as a

result of Mrs. Smith's stroke, it was difficult for her to light and hotd a cigarette. Mr.

Smith was worried that his wife would set their house of fire. As a result, Mr. Smith

spent many late nights awake in order that he could check to make sure that his wife's

cigarettes butts were safely distinguished in an ashtray.
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Mr. Smith looked after his wife at their residence with the help of community

health nurses. However, Mrs. Smith's physical health continued to deteriorate. Olivia

was lethargic and was having difficulty swallowing. Therefore, Olivia had having

difficulty taking in the necessary nutrients from foods that she needed.

Mr. Smith made arrangements to admit Olivia to a palliative ca¡e unit when he

was no longer able to care for her at their home. Mr. Smith decided it was time that

his wife was transferred to a palliative care unit during the winter of 1994. At this

time, Mrs. smith was unable to swallow her pain medications and she was

experiencing physical distress.

Mrs. Smith died at a palliative unit. Although Mr. Smith believed he was

prepared for his wife's death, he felt, and continues to feel, a deep sense of loss and

loneliness.

The cate Milieu During The patient's Last 24 Hours of Life

Mrs. Smith was unable to verbally communicate with her family during her

last 24 hours of life. Mr. Smith was uncerüain if his wife sensed that he was at her

bedside.

...Both my son and myself were up there that day and that evening. But we
were not sure that she even recognized us or recognized anybody for that
matter
(13 Jan. 95 .17,p.4.1.211).

Mrs. Smith developed a respiratory infection during the last 12 hours of her

life. Mr. Smith believed that his wife's gurgling respirations indicated that her life

would soon be over. Ron also believed that his wife was no longer the person he

married 48 years ago. Olivia's body was now a lifeless shell, her spirit and soul had
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long ago left her body.

Mr. Smith and his son Mike stayed at Olivia's bedside the evening prior to her

death. They tried to provide some form of comfort to Olivia by sitting at her bedside

and holding her hand. Vicki, the nurse assigned to Mrs. Smith that evening, informed

Mr. Smith that she felt his wife would probably not live through the night. Mr. Smith

and Mike stayed with Olivia until late that evening.

After talking with Vicki, Mr. Smith decided to return home. He discussed

with Vicki that he rather be notified in the morning if his wife passed away during

that night. Mr. Smith felt it would be senseless to return to the hospital in the middle

of the night.

That same night, a nurse discovered that Olivia was dead during her patient

rounds. The nurse phoned Mike at four o'clock in the morning to notify him that his

mother had died. The patliative care staff respected Mr. Smith's wishes and notif,red

him at seven o'clock that morning of his wife's death.

The Death Surround: Mr. Smith

The following figure is a thematic analysis of the components of the de¿th

surround that were perceived as helpful and unhelpful to Mr. Smith during his wife's

last 24 hours of life.
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The Death Surround: Mr. Smith

Figure 7

I. Family-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Preparing For Olivia's Eventual Death
1.1 Recognizing And Accepting The "Social Death" Of His Wife
1.2 Advocating Palliative Versus Aggressive Care
I.3 Deciding Not To Witness His Wife,s Death

il. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The I¿st 24 Hours Of Life.

1. Journeying With The Family Member Through The Patient's Death
1.1 Providing The Caregiver With An Alternative Care Plan
1.2 Providing Direct And Honest Answers
1.3 Creating A Warm and Friendly Atmosphere

ru. Shff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The Last 24 Hours Of Life.

1. Inadequate Symptom Management
1.1 Over-medicating patient Causing A Confused State

IV. Consistencies In The Perceptions Of The Care Milieu: The Family Member's
And The Nurses'.

1. Maintaining Patient Physical Comfort
1.1 Managing Pain



Preparing For Olivia's Eventual Death

The predominant behaviour that was helpful to Mr. Smith in managing the last

24 hours of his wife's life was "preparing for Olivia's eventual death." For Mr.

Smith, preparing for his wife's eventual death included the following activities and

behaviours: (a) recognizing and accepting the "social death" of his wife, (b)

advocating palliative versus aggressive ca¡e for his wife, and (c) not witnessing his

wife's death.

Mr. Smith felt his

wife was already dead before her heartbeat and respirations ceased to exist. According

to Mr. Smith, his wife's body was merely an empty shell, Olivia's spirit and soul had

bequeathed her mortal body long before her vital organs ceased to function.

...Thebody is there, the shell, whatever you want to call it, but the spirit,
soul, mind, that was long gone (13 Jan.95.17,p.12.1.60g).

In Mr. Smith's heart, the woman lying in the bed at the palliative ca¡e unit

was no longer the woman he married 48 years ago. He believed that his wife's body

was merely an empty shell that no longer housed her personality, spirit, and soul.

Advocating palliative versus aegressive care. Mr. Smith did not believe that

aggressive medical therapy would be of any benefit to his wife Olivia. Mr. Smith,s

main concern was that his wife be kept clean and comfortable during her dying.

...We told the people in the paliiativecare unit prior that we didn,t want any,
how do you say it, heroic measures taken. We didn't want to aggressively tieat
anything because in the final analysis it would not of made -yãff"r"n."anyway and our main concern was just keeping my wife comfôrable
(1 3 Jan.95 .17,p.8.1.436).
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Mr. Smith was grateful that the palliative care staff were successfull in keeping

his wife comfortable during her dying. He believed that the best possible place for his

wife to be cared for was at the palliative care unit.

Deciding not to witness his wife's death. Mr. Smith decided that he did not

want the nursing staff at the palliative care unit to telephone him if his wife died

during the night. Mr. Smith was at the hospiøt the evening of his wife's death and

was informed by the nursing staff that she may not live through the night. Ron

decided that it would have been futile to return to the hospital in the middle of the

night because he felt that his wife would have probably died when he was not in the

room.

...I decided to pack it up and go home and they [nursing staff] asked whether
we wanted to be notified if my wife passed away during the silent hours.
Going back to navy days from eight o'clock at night to eight in the morning.
And I said "Not really because I don't think that it is going to make a great
deal of difference." ...So I couldn't see any point in us getting called in the
middle of the night, getting up and getting dressed and tearing over to the
hospital and maybe sitting there for another hour or two and quite possibly if
we have left the room and got a cup of coffee, I mean that was when she may
have passed away. . . ( 1 3 Jan. 9 5 .17 .p.5 .1.232) .

Mr. Smith was comfortable with his decision to not be called during the night.

He knew and accepted the fact that his wife was dying. Therefore, he did not see any

logical benefit in returning to the hospital during the night of his wife's death.

Mr. Smith identified a staff-centred behaviour that was helpful to him in

managing the last 24 hours of Olivia's life. This behaviour was: (a) journeying with

the family member through the patient's death.
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Mr. Smith was thankful that the palliative care staff helped him through his

wife's de¿th. Mr. Smith felt a deep sense of gratitude and admiration for the staff

working at the palliative care unit. In essence, the staff journeyed with him and

helped him manage his wife's dying and eventual death.

Mr. Smith felt he was

longer physically, mentally, or spiritually capable of looking after his wife at home.

was comforting to Mr. Smith that there was a bed available for his wife at the

palliative care unit. Mr. Smith was grateful that the palliative care staff relieved him

of the responsibility of trying to care for his wife at home.

...I think it is just a big help rather than having to go through that all on your
own. I managed reasonably successfully up until the last two weeks. But then I
reached the point where it was beyond my physical and mentai capabilities to
cope with it, you know, changing bedding two or three times a dáy and then
not being able to get food and medication into my wife. But I thin-k knowing in
the back of my mind that I had the palliative care unit as a back up. I wasn't
going to be left dangling at the end of a cliff, I had somebody thai I could turn
to (13 Jan.95.I7,p.9.1.481).

Mr. Smith was grateful that the palliative care helped relieve some of the

strain he experienced by caring for his wife at home. In essence, the staff entered into

a partnership with Mr. Smith and they assumed the responsibility for his wife's

physical care.

Providing direct and honest answers. The palliative care staff answered Mr.

Smith's questions honestly and openly. This directness was appreciated and was also

comforting to Mr. Smith.

...They [staff] were very helpful. Anytime you had a question they gave you

no

It
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straight answers. Didn't beat around the bush about it. They came right to the
point which I appreciated....I just cannot imaging going through that [wife's
deathl without the palliative care unit and I just can't speak highiy enough of
them. They were just absolutely terrif,rc
(13 Jan.95 .17,p.14.1.7 67).

Mr. Smith was appreciative that the palliative care staff were available to

answers his many questions regarding his wife progress and care. Mr. Smith could

not have imagined going through his wife's death without the palliative ca¡e staff's

help.

Creating a warm and friendly atmosphere. Mr. Smith felt the palliative care

staff were warm, friendly, and compassionate individuals. He was grateful that these

individuals were dedicated to caring for the terminally ill. Ron felt a bond with the

palliative care staff and they became part of his "family" while his wife was a patient

at the palliative care unit.

...It was the whole atmosphere that they [patliative care staffl created... they
almost became a part of your family (13 Jan.95 .r7,p.2\.r.1124).

Mr. Smith acknowledged that the palliative care staff was instrumental in

helping him manage during his wife's dying and death. The palliative care staff

helped Mr. smith survive the terrible tragedy of his wife's de¿th.

InadEuate Symptom Management

Overall, Mr. Smith was satisfied with the care provided by the palliative care

staff to his wife during her last 24 hours of life. However, Olivia experienced periods

of confusion. He found it difficult to observe and care for his wife when she was

confused.
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Over medicating patient causing confused state. Mr. Smith felt his wife was

confused at times because she was over-medicated with narcotics. Mr. Smith did not

blame the staff for his wife's confusion. However, Mr. Smith found it difficult to

converse and provide care to his wife when she was confused.

...There were times when my wife would be sort of over-medicated.
Medication would sort of catch up with her and she would become a little
irrational...The morphine had taken over at that point and caused her to react
in a way that was not really consistent with her personality. It is pretty hard
for somebody to keep adjusring to rhis (13 Jan.95.t7,p.16.1.g73).

It was difhcult for Mr. Smith to observe his wife's confusion. During her

confused periods, Mrs. Smith had difficulty getting along with the nursing staff. Mr.

Smith found it difficult to witness the confrontations among the nursing staff and his

wife. For example, when Mrs. Smith was confused, she blamed the nursing staff for

not coming to her room promptly.

commonalities And Differences Among The Family Member,s And

The Nurses' Perceptions of Important components of care

During The Patient's Last 24 Hours Of Life

Those care activities and behaviours that were in concert vis-a-vis Mr. Smith's

and the nurses perceptions of care provided during Olivia's last24 hours of life are

presented. No discrepancies between Mr. Smith's and the nurses perceptions of

important components of care during the last 24 hours of Olivia's life were identified

in this case study.
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Consistencies In The Perceptions Of The Care Milieu:

The Family Member's And The Nurses'

Maintaining Patient Physical Comfort

Mr. Smith and the nursing staff agreed that Mrs. Smith was comfortable

during her last 24 hours of life. It was important to Mr. Smith that his wife was

physically comfortable during her dying and felt this was also a priority with the

palliative care staff.

Managing pain. Mr. Smith and the nursing staff agreed that Mrs. Smith's pain

was well managed. Mr. Smith felt his wife was not experiencing any physical pain

during the last 24 hours of her life.

...There was no sign that Mrs. Smith was having any type of discomfort
(D.R,p.25.1.t329).

Mr. Smith felt the palliative care staff tried to make his wife as physically

comfortable as possible during her last 24 hours of life. He is grateful that the

palliative care unit and staff were available to him and his wife during her dying.

Summary

In summary, Mr. Smith was pleased with the care he and his wife received

from the staff at the palliative care unit. Mr. Smith identfied family-centred

behaviours that contributed to a positive death experience. The theme that captured

this behaviour was: (a) preparing for patient's eventual death.

Mr. Smith identifed staff-centred behaviours and care that were helpful and

unhelpful to him during the last 24 hours of his wife's life. The staff-centred

behaviour that was helpfui to Mr. Smith was: (a) journeying with the family member
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through the patient's death. The theme that represents the behaviour that was

unhelpful to Mr. Smith's during his wife's dying was called: (a) inadequate symptom

management.

A consistency in the perception of the care milieu among Mr. Smith and the

nurses was identified. The theme that captures this behaviour was: (a) maintaining

patient's physical comfort. No inconsistencies in the perceptions of the care milieu

among Mr. Smith and the nurses were identified.



t99

Case Study #8 - Mrs. May

Mrs. Jane May was married to her husband Mr. Tom May for 35 years. They

shared the joy of raising two daughters and two sons. All four children reside in

Winnipeg and are perceived as supportive by Mrs. May.

Mr. May's medical problems surfaced in the summer of 1970. At this time,

Mr. May was diagnosed, in Winnipeg, with an unknown type of cancer. He remained

in good health until the winter of 1989 when he was diagnosed with colon cancer. A

colostomy was performed at this time by a city surgeon.

Mr. May did not physicaily completery recover after undergoing his

colostomy; for six months he was not feeling "up to par." Tom made several

appointments with the surgeon to try and find out what was wrong with him. The

surgeon could not detect anything abnormal with Mr. May. However, Mrs. May was

convinced that there was something not quite right with her husband and encouraged

him to consult another physician.

We went through a rough time with that [husband being sick] because the
doctor, the first surgeon, kept saying that my husband'i discomforts and
everything else was his imagination and it wasn't...
(3 1 Jan.95.I8,p.2.1.91).

The second surgeon discovered that Mr. May's colostomy was not working

properiy. Therefore, Mr. May underwent a second operation to have his colostomy

site re-opened. Mr. May enjoyed good physical heatth after his second operation. He

resumed his normal daily activities and adjusted well to having a colostomy.

In 1991 Mr. May's cancer metastized to his iungs and he received ten months
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of radiation treatments. Again, Mr. May enjoyed good health until August 1994. At

this point in time Tom was experiencing numbness in his hands, lips, and eyes. Mrs.

May phoned her husband's family physician and she suggested that Mr. May be

brought to a emergency department. A cAT scan confirmed that Mr. May had a

brain tumour and he underwent further radiation treatments in V/innipeg.

Mrs. May looked after her husband at home until October 1994. Mr. May

became extremely weak and therefore he was admitted to a medical wa¡d at a local

hospital. 'While Mr. May was at the medical unit, Mrs. May learned how to change

her husband's colostomy bag and give him his insulin injections. Mrs. May was

informed by various members from other heålth care disciplines that they were trying

to prepare Mr. May for discharge home. This was very stressful for Mrs. May

because she knew in her heart that her husband was too sick to be discharged home.

I had to learn how to change his colostomy in case he was discharged
home...That was very stressful...Thepressure that was put on by, not the
nurses, but by the physiotherapists and all the other departments who wanted
to get stuff done in order to send him home. And it was very, very stressful
and very bad because he wasn't fit to come home. And they were trying to
push him out (31 Jan.95.I8,p.19.1.1022).

Mr. May was not discharged home from the medical unit. In fact, Mr. May's

condition continued to deteriorate and the physicians suggested that Tom be

transferred to the palliative care unit at the hospitai. Tom was admitted to the

palliative ca¡e unit in November 7994. Mr. May died peacefully during the first week

of December 1994 with his family at his bedside.

The Care Milieu During The Patient's Last 24 Hours Of Life

Mrs. May and three of her children took turns staying with Mr. May during
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the last 24 hours of his life. He was unable to eat or drink any fluids. Tom was

conscious, but he was unable to verbally communicate lvith his famity. However, Mr.

May tried to reach out to his family by squeezing their hands.

Mr. May wanted his life to end. He was at peace with himself and he had said

goodbye to his family. In fact, Mrs. May believed that her husband was "willing

himself to die. "

...He was trying to frgure out ways he could make himself mentally die...He
[Mr. May] did want to live any more. He was at peace with himself and his
family.
(3 1 Jan.95.I8,p. 10.1.540).

Mrs. May did not believe that her husband was in any physical pain during the

end of his life. Mr. May was unable to talk with his family because he was heavily

sedated. Mrs. May believed the medication was for her husband's "mental anguish"

and struggle between life and death.

Lee-anne, Mr. and Mrs. May's daughter, was visiting with her father during

the evening of his death. The nurse caring for Mr. May informed Lee-anne that her

father's vital signs suggested that his life was coming to an end. The nurse also

encouraged Iæe-anne to teiephone the rest of her family. Mr. May died peacefully

with his four children and wife at his bedside.

It was very peaceful [Mr. May's death]. He just stopped breathing. Like his
breathing was shallow we were there for the last two hours. But he just
stopped breathing
(3 1 Jan.95.I8,p. 12.1.659).

Mrs. May and her four children were grateful that Mr. May's death was quiet

and peaceful. They are thankful for the wonderful care that Tom received from the



202

staff at the palliative care unit.

The Death Surround: Mrs. May

The following section is a thematic analysis of the components of the death

surround that were perceived as helpful and unhelpful to Mrs. May during Tom's last

24 hours of life. Figure 8 is a summary of the thematic analysis for the case study.
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The Death Surround: Mrs. May

Figure 8

I. Family-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Maintaining A Presence
1.1 Staying With Her Husband
I.2 Witnessing Her Husband's Death

II. Staff-Centred Behaviours And Ca¡e Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Maintaining Patient's Physical Comfort
1.1 Alleviating Patient's Physical Pain
1.2 Alleviating Patient's Respiratory Distress

2. Ensuring A Comfortable Atmosphere For The Famity
1.1 Large Patient Rooms

ru. Staff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The Last 24 Hours Of Life.

1. Failure To Explain Rationale For Certain Nursing And Medical
Interventions
1.1 Failure To Explain Rationale For The Omission Of Certain Care

Activities
1.2 Failure To Explain Rationale For The Administration Of

Analgesics

IV. Consistencies In The Perceptions Of The Care Milieu: The Family Member's
And The Nurses'.

1. Peaceful Death
1.1 Ensuring Patient's Physical Comfort

V. Inconsistencies In The Perceptions Of Care: The Family Member's And The
Nurses'.

1. Ensuring Family Member Understood Rationale For Nursing
Interventions
1. i Understanding Rationale For Increasing Analgesic Medication
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Family-Centred Behaviours And Care Contributing To A Positive Death Experience

Maintaining A Presence

It was important to Mrs. May that she was with her husband during his stay at

the palliative care unit. For Mrs. May, maintaining a presence included: (a) staying

with her husband, and O) being physically present during her husband's death.

Staying with her husband. Mrs. May and her children took shifts staying at

their father's bedside during the last week of his life.

...So the last few days, like the week before he died we had started søying24
hours with him and that was important (31 Jan.95.I8,p.9.1.494).

Mrs. May felt it was important for her to be with her husband. This time

together provided Mrs. May with an opportunity to witness the care provided to her

husband by the palliative care staff. This time also ensured that Mrs. May's husband

was receiving good care from the staff.

Witnessing her husband's death. Mrs. May wanted to be with her husband

when he took his last breath. The May family did not want Tom to die without having

his family at his bedside to help him through his death.

And my one big wish in all of this was we all wanted to be there when my
husband died (3 1 Jan.95.I8,p .12.1.626).

Mrs. May was thankful that she was granted the opportunity to be with her

husband when he died. Mrs. May's grieving is now somewhat easier knowing that her

husband did not die alone.
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Staff-Centred Behaviours And Ca¡e Contributing To A Positive Death Experience

Maintaining Patient's Physical Comfort

Mrs. May was grateful that her husband's physical comfort was well managed

during his dying.

Alleviating Patient's Physical Pain. Mrs. May believed that the palliative care

staff ensured that her husband was physically comfortable during his dying. Jane did

not believe that her husband was in any discomfort or pain during the last 24 hours of

his life.

V/ell my husband was always comfortable and they [nursing staffl saw that he
was always comfortable...And he didn't want for anything
(31 Jan.95.18,p.21.1. I 1 14).

Jane felt it was difficult to journey with her husband through his dying and

death. Jane could not imagine going through that experience if her husband was not

comfortable during his dying; it would have been too traumatic to witness.

Alleviating Patient's Respiratory Distress. Mr. May was experiencing

respiratory difficulties during the last 24 hours of his life. The nursing staff

administered morphine to help ease Mr. May's breathing.

It was a tumour that had blocked the passage way and I believe the middle
lung had collapsed and that's what his problem was. But with the morphine
they gave him, like they gave him morphine all the way through. It relieved
his breathing, it helped him. Like he wasn't gasping for breath or anything
(3 1 Jan.95 .18,p.24.1.1278).

The morphine helped Mr. May breathe more comfortably. Mrs. May was

thankful that the nursing staff managed her husband's pain and symptom's promptly

and efficiently during her husband's dying.
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Ensuring a Comfortable Atmosphere For The Family

Mrs. May spent considerable time at the palliative care ward tending to her

husband. The comfortable accommodations and atmosphere at the palliative care unit

helped make a difficult time in Mrs. May's iife more bearable.

Large patient rooms. Mr. May's room at the palliative care unit was large

enough to accommodate his family members. Mrs. May enjoyed the spacious area in

her husband's room. There was also an extra bed in Mr. May's room, and Mrs. May

often slept in this bed enjoying being close to her husband.

...And that was a big room with two beds in it and I could sleep with him.
And so it was very, very comfortable. Very good (31 Jan.95.I8,p.19.1.1010).

Mrs. May appreciated that her husband's room was large enough to

accommodate his visitors. This allowed the May family to visit with Tom for long

periods of time without feeling uncomfortable and cramped.

Staff-Centred Behaviours And Care Contributing To A Negative Death Experience

Mrs. May identified staff centred behaviours and care that were unhelpful to

her during her husband's dying. These behaviours and care were:

Failure to Explain Rationale For Certain Nursing And Medical Interventions

The rationale for certain care activities were not explained to Mr. and Mrs.

May. Had the palliative care staff provided a rationale, Mrs. May may have better

understood why the care activities were being car¡ied out or omitted.

Failure to explain rationale for the omission of certain care activities. Although

this particula¡ incident did not occur during the last 24 hours of Mr. May's life it

caused a considerable amount of stress for Mr. and Mrs. May. Mr. May was on a
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medical unit prior to being admitted to a palliative care unit. Mrs. May was used to

her husband receiving active medical treatment. V/hen Mrs. May's husband was

admitted to the palliative care unit she did not understand why her husband was no

longer receiving active care. This caused distress and anxiety for Mr. and Mrs. May.

Well I think if we had known when my husband went down that he would not
get any more active medical care, that would have been helpful. I think then
the f,rrst week would not have been so stressful when I felt nothing was being
done and my husband felt nothing was being done. So if it had been explained
better to me, now maybe it was and I didn't get it I don't know. But néither of
us knew you know (31 Jan.95.I8,p.17.1.900).

Mr. and Mrs. May did not have any prior experience with paliiative care.

They just assumed that Mr. May would receive active medical care. Therefore, it

would have been helpful to Mr. and Mrs. May if the palliative care staff explained to

them the philosophy and objectives of palliative care.

During the last

24 hours of Mr. May's life the dosage of his analgesic was increased. Mrs. May

wandered, and continues to wonder, whether the increased dosage of the analgesia

contributed to her husband's death.

...And the staff started the day before my husband died [giving him more
analgesial. Now I have always wondered, but I don't know whether that is
what made him die or if it was a natural progression (31 Jan.95.I8,p.10.1.503).

...I wondered about that medication that they gave my husband. If it was a
way of getting around euthanasia,...And that was within the last 24 hours...
(3 1 Jan.95.I8,p. 15.1. 812).

The palliative care staff faited to explain to Mrs. May why her husband,s pain

medication was increased. Mrs. May believed that her husband's symptoms we¡e well

managed and she was thanKul that her husband did not suffer from any distress.



208

However, Mrs. May wondered if the pain medication may have hastened her

husband's death.

Commonalities And Differences Among the Family Member's And

The Nurses' Perceptions Of Important Components Of Care

During The Patient's Last 24 Hours Of Life

Those care activities and interventions that were in concert vis-a-vis Mrs.

May's and the nurses' perceptions of care provided during Mr. May's last 24 hours of

life are presented. Also outlined are the discrepancies among Mrs. May's and the

nurses' perceptions of care during Mr. May's last24 hours of life.

Consistencies In The Perceptions Of The Care Milieu:

The Family Member's And The Nurses'

Peaceful Death

It was important to Mrs. May that her husband's dying and death were

peaceful. For Mrs. May, a peaceful death meant that her husband was comfortable

during his dying.

Ensuring patient's physical comfort. According to Mrs. May, her husband

wanted to die peacefully, quickly, and comfortably. The nurses and Mrs. May agreed

that Mr. May's dying and death was peaceful.

...It was a very peaceful death...He [Mr. May] did get his wish, he had a very
nice death, very peaceful

@R.I8,p.33.1.1758).

Mrs. May was believed that her husband did not linger and that he died

quickly and peacefully with his family at his bedside.
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Inconsistencies In The Perceptions Of Care: The

Family Member's And The Nurses'

Ensuring Family Member Understood Rationale For Nursing Interventions

The nurse recording the death review tape for Mr. May documented that

she/he felt that the May family were comfortable with how Mr. May's dying and

death unfolded. However, the nurse did not know that Mrs. May did not understand

the rationale and consequences of increasing her husband's analgesic medications.

Understanding rationale for increasing analgesic medication. Although Mrs.

May was grateful that her husband's dying and death were peaceful she wondered,

and continues to wonder, whether the increased dosage of analgesics hastened her

husband's death.

...His [Mr. May's] death was peaceful and the family was very comfortable
with how it was
(DR.I8,p.33.1.1775).

Although Mrs. May wonders whether the analgesic hastened her husband's

dying and ultimately his death she was thankful that her husband died peacefully and

comfortably. Mrs. May admits that she did not ask the palliative care staff about the

pu{pose and consequences of increasing her husband's medication. In fact, she has not

shared her thoughts with any other family members.

Summary

In summary, Mrs. May identified family-centred behaviours and ca¡e that were

helpful to her during Mr. May's last24 hours of life. The theme that captured this

behaviour was: (a) maintaining a presence.
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Mrs. May identified staff-cent¡ed behaviours and care that contributed to a

positive and a negative death experience. Positive staff-centred behaviours included:

(a) maintaining patient's physical comfort, and (b) ensuring a comfortable atmosphere

for the family. Failure to explain rationale for certain nursing and medical

interventions was considered negatively by Mrs. May.

consistencies and inconsistencies among Mrs. May's and the nurses'

perceptions of important components of care were identified by Mrs. May. The

nurses and Mrs. May agreed that Mr. May's death was peaceful. An inconsistency in

the perception of care was identified. The theme that captures this inconsistency was

entitled: (a) ensuring family member understood rationale for nursing interventions.
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Case Study #9 - The Brooks Family

Mrs. Kelly Brooks was married to her husband Don Brooks for over 40 years.

They shared the joy of raising two children, a daughter and a son. The children

resided in Winnipeg and were perceived as supportive by Mrs. Brooks. Mrs. Brooks

and her daughter Cindy Jones participated in this interview. Cindy is married and has

two young children.

Mr. Brooks suffered from respiratory and cardiovascular problems for

numerous years. He underwent an operation on his prostate gland in 1987 for benign

prostatic disease. During the spring of 7992, Mr. Brooks was experiencing difficulties

with his legs and was passing blood rectally. Don went to see his family physician

who apparently attributed these symptoms to arthritis.

An oncologist was consulted during the winter of 1992. The specialist

informed Don that he suspected cancer of the prostate gland. Mr. Brooks underwent

an orchiectomy and the physicians told him that he had two to ten years to live.

Mr. Brooks experienced many unpleasant side effects from the hormone

replacement medication he was taking following his orchiectomy. He was in great

physical pain and sought relief from an experimental drug that the Brooks family

purchased in Mexico.

Mrs. Brooks looked after her husband at home with some help from her

daughter and son. Eventually, this task became overwhelming for Mrs. Brooks. It

became difficult for Mrs. Brooks to help her husband off the sofa. Mr. Brook's pain
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became almost unbearable and he started to hallucinate. Mrs. Brooks became sleep

deprived and feared for her husband's safety.

And it wasn't working [pain patch], ah it wasn't holding him and we just felt
so bad for him but yet there was nothing that we could do
(26 Oct.94. 19. C. J,p.9. 1.48 1 ).

The Brooks family were desperate to help Don. The Brooks consulted Cindy's

family physician and Don was referred to a palliative care department at a local

hospital. Mr. Brooks was admitted to the palliative care unit during the summer of

1.994 for four days. During this time the palliative care physicians adjusted Mr.

Brook's medications and then discharged him from the hospital. Mr. Brooks returned

home and he was looked after by his wife.

During the summer months Mr. Brooks's health fluctuated. He experienced the

peaks and valleys so often associated with cancer. Mr. Brooks's family felt that he

was 'over-dosed' on Dilaudid. Mr. Brooks was experiencing many adverse effects

from the analgesic such as disorientation and hallucinations.

Like I think in retrospect he was kind of over-dosed on the Dilaudid...Like
disorientated and cheyne stoking and what else (26 oct.94.r9.c.J,p.6.1.319).

Mrs. Brooks and Cindy found it difficult to observe the physical and mental

changes in their father. He become claustrophobiac and continued to hallucinate. The

Brooks family felt that their father's cancer had robbed him of his personhood.

...Like it wasn't just all of a sudden. My father was this different person. It
was bit by bit by bit and just more and more things being taken away from
him. Not necessarily physical but mentally, his personaiity and you know it is
just really hard to see that
(26 Oct.94. 19. C. J,p. 30. l. 1 668).

Mr. Brooks remained at home for two months. It became increasingly difficult
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for Mrs. Brooks to look after her husband at home. Mr. Brooks almost fell on his

granddaughter while she was trying to help him off the chesterfield. Mr. Brooks also

could no longer remember if he took his medications and one time actually double

dosed on his pain medication. These incidents precipitated Mr. Brooks's second

admission to the palliative care unit.

Mr. Brooks died at the palliative care unit approximately three weeks after his

admission. The Brooks family were grateful for the kind and compassionate care that

they and Mr. Brooks received from the palliative care staff.

Th. c*" Mili.u Du.ing Th" puti.nt'r Lurt 24 Hourr of Lif"

Mrs. Brooks and Cindy were at the pattiative care unit visiting with Mr.

Brooks the night before his death. They did not sense that Mr. Brooks's life would

soon be over. Mr. Brook's nurse reassured Mrs. Brooks and Cindy that she would

call them if Mr. Brooks deteriorated during the night.

At seven o'clock in the morning Mrs. Brooks telephoned the palliative care

unit to inquire about her husband. The nurse informed Mrs. Brooks that her husband

"was anxious to go. " Mrs. Brooks telephoned her son and then they drove together to

the hospital.

When Mrs. Brooks and her son arrived at the hospital they found Mr. Brooks

conscious. Mrs. Brooks was unabie to understand what her husband was trying to

verbalize. Mr. Brooks was short of breath and his respirations were rapid. A nurse

noticed Mr. Brooks's respiratory difficulties and oxygen was administered to help

ease Mr. Brooks's breathing. Mrs. Brooks was concerned about her husband's
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respiratory difficulties. However, since Mr. Brooks suffered from chronic respiratory

problems his wife was familiar with seeing her husband short of breath.

A palliative care physician examined Mr. Brooks on the morning of his death.

Mrs. Brooks asked the doctor if he thought her husband's life was ending. The doctor

was noncommittal to Mrs. Brooks's question. Mrs. Brooks knew in her heart,

however, that her husband's life would soon be over.

Mrs. Brooks left her husband's room to phone Cindy. While she was on the

telephone Mr. Brooks died with his son at his bedside. Mr. Brooks died within two

hours of Mrs. Brooks and her son's arrival.

Although the Brooks were relieved that Don's suffering ended, they miss his

presence in their lives. Holidays such as Christmas and Father's Day are painful for

the Brooks family. The Brooks no longer have Don Brooks in their lives to share

these occasions with.

The Death Surround: The Brooks Family

The following section is a thematic analysis of the components of the death

surround that were perceived as helpful and unhelpful to Mrs. Brooks and Cindy

duringDon'sIast24 hoursof life. Figuregisasummaryof thethematicanalysisfor

the case study.
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The Death Surround: The Brooks Family

Figure 9

I. Family-Centred Behaviours And Care Contributing To A Positive Death
Experience During The I¿st 24 Hours Of Life.

1. Maintaining A Presence
1.1 Being Present During Patient's Dying

II. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Family Focused Care
1.1 Offering Emotional Supporr
1.2 Checking On The Family On A Regular Basis
1.3 Giving hugs

2. Helping To Ensure A Positive Death Experience
2.1 Allowing For Privacy During The patient's Dying
2.2 OfferingCondolescences
2.3 Showing Ongoing Concern

3. Patient Focused Care
3.1 Treating Patient With Dignity
3.2 AlleviatingDistressing Symptoms

III. Staff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The Last 24 Hours Of Life.

1. I-ack Of Privacy
1.1 Lack Of Private Area To Discuss patient,s Condition
1.2 Unavailability Of private Room

2. Failure Of Nursing Staff To Recognize Signs Of Approaching Death
2.1 Failure To Inform Family Of Patient's Deteriorating Condition

IV. Consistencies In The Perceptions Of The Care Milieu: The Famity Members'
And The Nurses'.

1. Recognizing Distressing Symptoms
1.1 Patient's Foul Smelling Bowel Movements
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V. Inconsistencies In The Perceptions Of The Care Milieu: The Family Members'
And The Nurses'.

1. Communicating Change In patient's Health Status
1.1 communicating To The Family That The patient was Dying
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Maintaining A Presence

Mrs. Brooks and Cindy spent much time at the palliative care unit to be with

Mr. Brooks. This allowed the Brooks family the opportunity to help support Mr.

Brooks during his dying.

Being present during patient's dying. Mrs. Brooks was grateful that she was at

the palliative care unit when her husband died. This allowed Mrs. Brooks an

opportunity to say goodbye to her husband and tell him that she would miss him.

...Most of the time one of us was there, at ieast one of us (26
Oct.94 .19 .C.J ,p .47 .1.2666) .

Mrs. Brooks and Cindy believed that Mr. Brooks was comforted by their

frequent visits. Thus, the visits also provided comfort to Mrs. Brooks and Cindy.

Mrs. Brooks and Cindy identified staff-centred behaviours and care activities

that were helpful to them in managing the last 24 hours of Mr. Brooks,s life.

Familv Focused Care

Cindy and Mrs. Brooks agreed that the palliative care staff were very attentive

to their needs and concerns during Mr. Brooks's dying, death, and during the

immediate bereavement period.

Offering emotional support. The nurses at the palliative care unit provided

emotional support to the Brooks during Don's dying.

...The focus sort of seemed to change you know they [nursing staffl looked
after dad's physical needs but our emotionai needs they were very supportive
(26 Oct.94.I9 .C.J,p.44.1.2494).
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Mrs. Brooks and Cindy appreciated that the nursing staff took time out of their

busy work days to inquire about how they were managing during Mr. Brooks's dying.

Checking with the familv on a regular basis. During the last 24 hours of Mr.

Brooks's life the nursing staff checked on a regular basis to see how Mrs. Brooks and

Cindy were managing. This nursing behaviours was comforting to Mrs. Brooks and

Cindy.

They were coming into the room more than they had been before. And you
know saying now if you need us just let us know...(26
Oct.9 4.I9 .K. 8., C. J,p. 4 0.1.227 5).

Mrs. Brooks and Cindy were very pleased with the support they receiving

during Mr. Brooks's dying. By offering emotional suppoft, and checking on the

family on a regular basis, the nursing staff indicated to the Brooks family that they

really cared about their weilbeing.

Giving hugs. During the last morning of Mr. Brooks's life, various staff

members from the palliative care unit came in and hugged Mrs. Brooks. This act of

kindness was well received by Mrs. Brooks.

Well the last morning they were good. Different ones came in and they would
hug me
(25 Oct.94.I9.K. B,p. 4 4.1.2499).

Mrs. Brooks and Cindy felt close to the palliative care staff. The Brooks felt

the palliative cate staff did their best to help offer emotional support to them during

Mr. Brooks's dying.

Helping To Ensure A Positive Death Experience

The palliative care staff was instrumental in the Brooks family's positive death
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experience. Mrs. Brooks and Cindy agree that palliative care staff helped make a

terrible event more bearable for them.

Allowing for privacy during patient's dying. The nursing staff recognized that

it was important to the Mrs. Brooks family to spend time alone with her husband.

Cindy also appreciated that the staff allowed her some privacy with her deceased

father when she arrived at the hospital.

As long as we were there they [nursing staffl would more or less leave us,
back off and leave us with him. They would come in and say "If you need
anything let us know. " But basically we were left alone with him
(26 Oct.94. 19. K. B,p. 12.1.655).

Mrs. Brooks and Cindy appreciated that the nursing staff recognized that it

was important to them to spend time alone with Mr. Brooks. This allowed them the

opportunity to say goodbye to Mr. Brooks and tell him that they loved him. The

Brooks were also reassured that the nurses were available if they needed them.

Offering condolescences. After Mr. Brooks died various members of the

palliative care staff sought Mrs. Brooks and her family out to offer their

condolescences. Many of these staff members were not directly involved with Mr.

Brooks's care.

The staff that wasn't involved with dad the day that he died they all made a
point of seeking us out. Like they came to the room and expressed there
condolescences
(26 Oct.94.19 .C.J,p.21.1. 1 197).

The Brooks were pleasantiy surprised that many members of the palliative care

staff took the time to offer their condolescences even though they were not directly

involved with Mr. Brooks's care.
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Showing ongoing concern. Cindy is a health care provider and at times comes

into contact with the nurses who cared for her father. The nursing staff make a point

of asking how Cindy and her mother are coping in the immediate bereavement period.

...I would bump into the nurses and you know they always say hello to me and
ask me how I am doing and ask how my mom is doing. Like it is sort on an

ongoing thing. And we [Cindy and Mrs. Brooks] went back the one day to
take a little something for the staff and they were so nice to mom
(26 Oct.94.r9.C.J,p.20.1. I 125).

Cindy admires the nurses who work at the palliative care unit. Cindy believes

these nurses are dedicated, warm and, caring individuals.

Patient Focused Care

Mrs. Brooks and Cindy agreed that the nursing staff were caring and

compassionate towards Mr. Brooks during his dying.

Treating patient with dignity. The nursing staff who looked after Mr. Brooks

treated him with respect and dignity. Mrs. Brooks felt that nursing staff maintained

her husband's dignity by the way they handled him and moved him.

Even in some of the worst scenarios you know he was treated with dignity
(26 Oct.94.I9. K. 8.,C.1,p.43.1.2402).

Mrs. Brooks feit that her husband's cancer robbed him of his personhood.

Therefore, it was important to Mrs. Brooks that her husband be treated with respect

and dignity during his dying.

Alleviating distressing symptoms. Mr. Brooks was short of breath during the

last 24 hours of his life. The nurse administered oxygen to Mr. Brooks to try and

alleviate his shortness of breath.

At one point the nurse, she would bring in oxygen for him, fix him with
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oxygen
(26 Oct.94. 19. K. B,p. 39.1.2186).

Although Mrs. Brooks was used to seeing her husband short of breath she was

grateful that the nurse helped to alleviate her husband's respiratory difficulties.

Mrs. Brooks identified staff-centred behaviours and care activities that were

unhelpful to her in managing the last 24 hours of Don's life.

I¿ck Of Privacv

The lack of private space available at the palliative care unit was a concern for

Mrs. Brooks and Cindy. They would have appreciated a private area to discuss Mr.

Brooks's medical condition with the nursing and medical staff, and a private room for

Mr. Brooks.

Lack of private area to discuss patient's condition. Mrs. Brooks and Cindy

held conversations about Mr. Brooks with the palliative care staff in the hallway of

the unit. They would have appreciated being brought to a more private area to discuss

their concerns and fears regarding Mr. Brooks health condition.

There is no place really private for the family that is what is wrong with that
unit...When they lstaff] talked to us, Dr. M., that was right in the hallway
(26 Oct.94.I9. K. 8., C.J,p. 1 8.1. 1002).

Upon reflection, Mrs. Brooks commented that perhaps since all of the families

at the palliative care unit are in the same predicament that privacy was not really

necessarily. However, it was difficult for them to carry on highly emotional

conversations in the hallway of the palliative care unit.

Unavailability of private room. Mr. Brooks was transfer¡ed to a private room
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hours before his death. Prior to this time, there were no private rooms available.

However, Mrs. Brooks and Cindy felt that Mr. Brooks should have been placed in a

private room sooner.

There was one more thing. I think he should have been moved into a private
room sooner
(26 Oct.94. 19. K.B.,C. J,p. 14.1.779).

Mr. Brooks was having frequent, foul smelling bowel movements during the

last three days of his life. The Brooks family felt sorry for Mr. Brooks's roommate

who endured these foul odours.

Failure Of Nursine Stâff To Recognize Signs Of Approaching Death

Mrs. Brooks voiced that she did not spend the last night of her husband's life

with him at the palliative care unit. This has caused Mrs. Brooks some regret and

anxiety.

Failure to inform family of patient's deteriorating condition. Mrs. Brooks feels

that the nursing staff should have telephoned her during the night prior to her

husband's death to come to the hospital.

They [nursing staff] never called us in, to come in. That last night I think they
should have
(26 Oct.94.I9. K. B,p. 12J.668).

Mrs. Brooks would have appreciated if the nursing staff had informed her of

her husband's deteriorating condition during the evening when she was at the

palliative care unit. However, she also observed that sometimes it is difficult to

predict death.
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Commonalities And Differences Among The Family Members' And

The Nurses' Perceptions Of Important Components Of Care

During The Patient's I¿st 24 Hours Of Life

Those care activities and interventions that were in concert vis-a-vis the

Brooks's (Mrs. Brooks and Cindy) and the nurses' perceptions of care provided

during Mr. Brooks's last 24 hours of life are presented. Also outlined are the

discrepancies among the Brooks' (Mrs. Brooks and cindy) and the nurses'

perceptions of ca¡e during Mr. Brooks last 24 hours of life.

Consistencies In The Perceptions Of The Care Milieu:

The Family Members' And The Nurses'

Recognizing Distressing Symptoms

The nurse recording the death review tape and Mrs. Brooks and Cindy agreed

that Mr. Brooks was experiencing some distressing symptoms during the last 24 hours

of his life.

Patient's foul smelling bowel movements. The nurse recording the death

review tape mentioned that Mr. Brooks was having very four smelling, bright red

stools. Mrs. Brooks and Cindy also mentioned that Mr. Brooks was having several

foul smelling stools the last couple of days of his life.

He [Mr. Brooks] had been oozing a lot of stool for a few weeks or at least a
week anyways and it had an incredible foul odour to it
(D.R,p.58.1.3302).

Mrs. Brooks and cindy mentioned that they felt bad for Mr. Brooks's

roommate who had to endure the foul odour in his room. The smell was also
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disturbing to Mrs. Brooks and Cindy.

Inconsistencies In The Perceptions Of Care Milieu:

The Family Members' And The Nurses'

Communicating Change In Patient's Health Status

The nurse recording the death review tape felt that Mrs. Brooks was informed

that her husband's health status was consistently deteriorating. Mrs. Brooks did not

feel that she was not adequately informed of the changes in her husband's condition.

Communicating to the famil)¡ that patient was dying. Mrs. Brooks felt she was

not informed by the nursing staff that her husband was dying the evening she left the

hospital prior to his death. Mrs. Brooks would have stayed with her husband

overnight if she had known that her husband's life would soon to be over.

They [Brooks family] were quite aware that his [Mr. Brooks] condition was
poor and that he was dying
(D.R,p.59.1.3355).

Mrs. Brooks still has regrets that she did not stay with her husband at the

hospital the night prior to his death.

Summary

In summary Mrs. Brooks and Cindy identified a family-centred behaviour that

was helpful to them in managing the last 24 hours of Don's life. This behaviours was:

(a) maintaining a presence.

Staff-centred behaviours and care were identified that were helpful and

unhelpful to Mrs. Brooks and Cindy during the last 24 hours of Don's life. Staff-

centred behaviours and care that were helpful were: (a) family focused care, (b)
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helping to ensure a positive death experience, and (c) patient focused care. Staff-

centred behaviours and care that were perceived as unhelpful were: (a) lack of

privacy, and (b) failure of nursing staff to recognize signs of approaching death.

Consistencies and inconsistencies in the perceptions of the care milieu among

Mrs. Brooks, Cindy, and the nurses were identified. The theme that captured these

consistent perceptions of care was called: (a) recognizing distressing symptoms. The

theme that captured these inconsistent perceptions of care was called: (b)

Communicating change in patient's health status.



226

Case Study #10 - The Birch Family

Mrs. Ellen Birch was married to her husband Mr. Nick Birch for 40 years.

They shared the joy of raising eight children and numerous grandchildren. Marie

Birch is the oldest daughter of Mrs. and Mr. Birch. Marie is married with two

children.

Prior to his illness, Mr. Birch enjoyed good health. Nick would take long

leisurely walks with his dog and tend to his garden. Mr. Birch's medical problems

surfaced during fall of 1994. Mrs. Birch and Marie noticed that Mr. Birch was

starting to loose a considerable amount of weight. During this time Mr. Birch was

eating a healthy, well balanced diet.

In october 1.994, Mr. Birch was diagnosed with cancer of the colon. He

underwent surgery the next month at a local hospital. The surgeon also discovered the

Mr. Birch's cancer was not localized. Cancer was found in Mr. Birch's liver and

other organs.

Mr. Birch was discharged home from the hospital and underwent one week of

chemotherapy. Nick's physical health continued to deteriorate and he was continuing

to loose weight. Mrs. Birch and the rest of her family took turns looking after Mr.

Birch at home.

...My husband never really picked up after that (surgery). He just went from
bad to worse all winter long.. .(22 March.95.I10.E.8,p.2.1.g6).

At one point Mr. Birch starting to vomiting frank blood. Mrs. Birch and

Marie were alarmed and brought Mr. Birch to a local hospital emergency room. Mr.
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Birch was admitted to the palliative ca¡e unit at the local hospitai.

Mr. Birch died four days after his admission to the palliative care unit with his

wife and four children at his bedside. The Birch family believed that Mr. Birch did

not suffer for a long period of time and that he died peacefully.

Marie felt that her father's physical he¿tth status deteriorated each day that he

was at the palliative care unit. Each day, Marie sensed that her father was robbed

more and more of who and what he was.

...Like if from A to B, right down I00%, less of my father was there each
day. So you knew it was just days or hours (22 March.gs.I10.M.B ,p.6.1.302).

Mr. Birch was bleeding internally and the Birch family were told that he was

suffering from pneumonia. The decision was made by the Birch family and the

palliative care staff to offer Mr. Birch comfort care versus aggressive treatment.

Marie felt her father was blessed because he was not experiencing any physical pain.

Mr. Birch fatigued easily and his family were unable to mobilize him to the chair the

last day of his life. His lower limbs became swollen, his breathing irregular, and his

body jaundiced.

The day prior to his death, Mr. Birch kissed his daughter, paid attention to his

wife, and visited with some dear friends for a few minutes. After this time, Mr. Birch

slipped into his 'own private world'; a world that did not include communicating with

his beloved family.

During the last evening of Mr. Birch's life Marie and her sister and two

brothers remained at his bedside. Mrs. Birch returned home after spending several
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hours with her husband. Marie and her sister and two brothers sat at their father's

bedside, they talked to him and held his hand. The teievision was turned on to one of

Mr. Birch's favourite sports channels.

Mr. Birch died peacefully with his two daughters and two sons at his bedside.

Marie was grateful that her father's death was so beautiful and peaceful.

We knew he [Mr. Birch] was dead but it was just a sense of peace for ail of us
standing there and nobody cried...We just stood there and just touched him
and kissed him and it was wonderful, just beautiful...
(22 March. 95. I 10.M. 8,p.22.t. t2l6).

After Mr. Birch's death, Marie went to phone her mother and other relatives

to inform them of the death. The Birch family spent time with Mr. Birch after his

death saying their goodbyes and telling him how much they ail loved him.

The Death Sur¡ound: The Birch Family

The foliowing section is a thematic analysis of the components of the death

sur¡ound that were perceived as helpful and unhelpful to the Birch family during

Nick's last24 hours of life. Figure 10 is a summary of the thematic anaiysis for the

case study.
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The Death Surround: The Birch Family

Figure 10

I. Family-Centred Behaviours And Ca¡e Contributing To A Positive Death

Experience During The Last 24 Hours Of Life.

1. Providing Comfort Care
1.1 Participating In Patient's Physical Care
1.2 Being There

II. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

l. Family Focused Care
1.1 Answering Family's Questions Honestly
1.2 Trusting And Valuing The Family's Knowledge As Caregivers
1.3 Respecting The Family's Caregiving Role

2. Patient Focused Care
2.1 Answering Patient's Questions Honestly
2.2 Respecting The Patient

m. Staff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The Last 24 Hours Of Life.

1. Failure To Provide Rationale For Nursing Interventions
1. I Failure To Explain Rationale For Performing Care Activities

IV. Consistencies In The Perceptions Of The Care Milieu: The Family Members'
And The Nurses'

1. Noting Patient's Symptoms
1.1 Respiratory Congestion
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Family-Centred Behaviours And Care Contributing To A Positive Death Experience

Providing Comfort Care

The predominant theme that Mrs. Birch and Marie found helpful in managing

the last 24 hours of Nick's life was 'providing comfort'.

Participating in patient's physical care. Marie enjoyed assisting her father with

his meals, shaving him, and helping him with his bath. Marie believed that her father

responded to her touch and that he felt at ease when she was providing care to him.

...It was good for my father because he responded to my hands. He responded
to my touch. I noticed when he was being bathed by other people there is a
difference in his conscious from our hands which were familiar hands. He
totally let go and let us do anything we had to for him. Like mom and I could
give him suppositories, but I noticed a difference in him when hands that he
wasn't familiar was touching him
(22 March. 95. I 10. M. B,p. 35. L 1993).

Marie sensed that her father felt safe and comforted when she helped him with

various aspects of his physical care. Marie also received comfort herself from

providing ca¡e to her father.

Being there. It was important to Mrs. Birch and Marie to be near their father

during his dying. Mrs. Birch and Marie would spend hours at Mr. Birch's bedside.

During this time, Mrs. Birch and Marie ensured that Mr. Birch was kept comfortable.

...It was just a matter of waiting, watching, and being there...The room was
always filled with people...So it was just really a matter of making sure that
he was comforlable and just being there
(22 March. 95.I1 0. M.B,p. 15.1. 8 1 3).

During the night time my sister and I were there continuously. We just slipped
home one afternoon. And the last two nights my brother would take turns
(22 March. 95. I 1 0. M. B,p. 14.1.7 7 2) .

Mrs. Birch, Marie and the rest of the family took turns staying at the hospital
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during Mr. Birch's short stay at the palliative care unit. They believed that it was

comforting to Mr. Birch to have his family at his bedside during his dying.

Staff-Centred Behaviours And Care Contributing To A Positive Death Experience

Familv Focused Care

During Mr. Birch's last 24 hours of life the palliative care staff identified and

managed components of the ca¡e milieu that were perceived as important to Mrs.

Birch and Ma¡ie. During this time the staff provided focused family care by

answering the family's questions honestly, valuing the family's knowledge as

caregivers, and respecting the family's caregiving role.

Answering family's questions honestly. Mrs. Birch and Marie appreciated that

the nurses took the time to answers their questions concerning Mr. Birch. The

palliative care nurses explained various aspects of Mr. Birch's care in an open and

honest fashion.

They [nurses] tried very honestly to explain things...Trying to be very candid
with our questions and our concerns (22 March.95.I10.M.8,p.25.1.1403).

The Birch family appreciated that the palliative care staff were receptive to

their questions.

Trusting and valuing the family's knowledge as caregivers. Prior to Mr.

Birch's admission to the palliative care unit he was on a regular medical ward. Mr.

Birch suffered from many allergies, many of them potentially lethal. Marie felt the

staff on the medical unit did not appreciate the seriousness of Mr. Birch's allergies.

Subsequently, Marie spent many hours at her father's bedside ensuring that the staff

did not administer any medication to Mr. Birch that he may have been allergic to.
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While Mr. Birch was at the palliative care unit, Marie felt secure in the fact

that the staff would not administer anything to her father that may have endangered

his health. The staff valued the family's knowledge as caregivers and respected their

concerns and opinions regarding Mr. Birch's allergies.

They [palliative care staffl did not hght us to give him something that we
knew he couldn't have. They trusted us (22 March.95.I1O.M.B,p.30.t. 16g5).

Marie was thankful that the palliative care staff listened to concerns regarding

her father's allergies. This allowed Marie to spend time with her dying father without

having to constantly 'check' to see what the staff were giving him.

Respecting the family's caregiving role. Mrs. Birch and Marie looked after

Nick at home prior to his admission to the palliative care unit. The nursing staff

recognized that it was important to Mrs. Birch and Marie to continue to participate in

various aspects of Mr. Birch's care and allowed them to do so.

...My father was much more comfortable with the care my mother had been
giving him at home. So the nurses respected that to. They would just say "well
you know here is the care, facecloth, towels. " Anything and we helped with
the log rolling and him and everything because we had been there
(22 March. 95. I 10. M. 8,p.36.1.2017).

Marie felt that her father was more relaxed and trusting when family members

administered to his physical needs. Mrs. Birch and Marie are grateful that the nursing

staff allowed them to tend to their father during his dying.

Patient Focused Care

Mrs. Birch and Marie were impressed with the care their father received from

the palliative care staff.

Answerins patient's questions honestly. Mr. Birch had many concerns
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regarding his dying. Mr. Birch asked one of the nurses working on the palliative care

staff how the end of his life would unfold. The nurse answered Mr. Birch's question

with honestly and compassion.

One of the nurses my father asked her some specific questions. He had some
concerns, one was concerning how honible the end would be for him. She

[nurse] having been on that department for 11 years was marvellous and the
room was full of people, but you could of heard a pin drop...I have forgotten
that precious lady's name. But anyways the two of them had a one on one
conversation and she explained to him her experiences over the fourteen years
of her working there. She said to him "We will do everything in our power to
make sure you are not suffering." And she mentioned from her experience that
patients did not suffer. And my father expressed to the nurse his turmoil of
having to die
(22 March. 95. I 1 0. M. B,p. 1 6. 1. 890).

Marie valued and respected the wonderful nurse who was so kind to her father

and who answered his questions. Ma¡ie believed the rest of her family also benefitted

from the talk the nurse shared with her father.

Respecting the patient. Mrs. Birch and Marie agree that the palliative care

staff were respectful to Mr. Birch during his dying.

...Anybody that came near dad was good and respectful, very respectful. They
were compassionate
(22 March. 95. I1 0. M. 8,p.37 .1.2064).

Mrs. Birch and Marie were grateful to the palliative care staff for taking such

wonderful care of their loved one during his dying. Mrs. Birch and Marie were

thankful that palliative care was available for those who need it-the terminally ill and

dying.
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Staff-Centred Behaviours And Care Contributing To A Negative Death Experience

Failure To Provide Rationale For Nursing Interventions

Certain care activities performed by the staff during Nick's last 24 hours of

life were perceived negatively by Mrs. Birch and Marie. Had the staff provided a

rationale for performing certain care activities Mrs. Birch and Marie may have better

understood why the care activities were carried out.

Failure to explain rationale for performing care activities. Mrs. Birch and

Marie thought that certain questions the nursing staff asked Mr. Birch were

inappropriate. The nurses would ask Nick regularly "How is his anxiety?, How is

your pain..."? Mrs. Birch and Marie did not feel it was appropriate to try and make a

patient'verbalize their anxiety'.

What bugged me about that was the nursing staff asked something about how
is my husband's anxiety? That blew me. Many of our family were really
distraught. I thought that was a dumb question. But it sure troubled mother
and it troubled many of the family to have dad speak his anxiety
(22 March. 95.I 10. E. B.,M. B,p. 1,7 .1.932).

Had the nursing staff explained what they were 'up to' they may have assisted

Mrs. Birch and Marie to understand the nurses seemingly insensitive questions to Mr.

Birch.

Commonalities And Differences Among The Family Members' and

The Nurses' Perceptions Of Important Components Of Care

During The Patient's I¿st 24 Hours Of Life

Those care activities and interventions that were in concert-vis-a-vis the family

members' and the nurses' perceptions of care provided during Mr. Birch'slast24
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hours of life are presented. Also outlined are the discrepancies among the Birch's and

the nurses' perceptions of care during Mr. Birch's last 24 hours of life.

Consistencies In The Perceptions Of The Care Milieu:

The Famil]¡ Members' And The Nurses'

Notins Patient Svmotoms

The nurses caring for Mr. Birch during his last 24 hours of life noted that he

was experiencing some diff,rculty with his breathing.

Respirator)¡ congestion. The nursing staff tried to alleviate Mr. Birch's

respiratory diffrculties with medication.

...Mr. Birch had become quite congested in the course of the evening.
Scopolamine had been given early in the shift and again about ten o'clock
(D.R,p.53.t.2968).

Mrs. Birch and Marie also noted that Mr. Birch was congested during his last

24 hours of life. They did not blame the nursing or medical staff for their father's

symptom for the believed this symptoms was a natural consequence of the dying

process.

Inconsistencies In The Perceptions Of The Care Milieu: The

Family Members' And The Nurses'

No inconsistencies were identifred among Mrs. Birch's, Marie's, and the

nurses' perceptions of important components of care during Mr. Birch's last 24 hours

of life.

Summary

In summary, Mrs. Birch and Marie identified family-centred behaviours and
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care that were helpful to them in managing the last 24 hours of Mr. Birch's life. The

theme that captured this behaviour was: providing comfort care.

Staff-centred behaviours and care that were helpful and unhelpful to Mrs.

Birch and Marie were identified. Staff-centred behaviours and care that were helpful

included: (a) family focused care, and @) patient focused care. A behaviours that was

identihed as unhelpful was called: failure to provide rationaie for nursing

interventions.

Consistencies in the perceptions of the care milieu among the nurses, Mrs.

Birch, and Marie were identified. The theme that identif,red this behaviours was

entitle: noting patient's symptoms. No inconsistencies among the perceptions of the

care milieu were identified.
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CHAPTER 5

THEMATIC ANALYSIS

Family members' perceptions of care during the terminally ill cancer patients'

last 24 hours of life are best understood within the context of the family members'

experiences. The 10 case studies provided rich and thickly textured descriptions of

family and staff-centred behaviours and care that were helpful and unhelpful to family

members.

This chapter provides a second level analysis in order to identify the

commonaiities and range of experiences among the entire i0 case studies. The intent

of this analysis is to identify common categories and themes embedded throughout the

complete data base. Staff-centred behaviours and care contributing to positive and

negative death experiences are explored. Family-centred behaviours and care

contributing to a positive death experience are also addressed. Additionally,

consistencies and inconsistencies of perceptions, held by family members and the

nursing staff, regarding important components of the care milieu are examined.

Outlined in Figure 11 a¡e the major themes and categories common to the

participants' experiences during the terminal phase of the terminally ill cancer

patients' lives.
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Figure 11

I. Family-Centred Behaviours And Care Contributing To A Positive Death
Experience During The Last 24 Hours Of Life.

1. Providing And Receiving Comfort
1.1 Maintaining A Presence
I.2 Participating In The Patient's Physical Care
1.3 Developing Relationships With Families Of Patients On The

Palliative Care Unit
t.4 lWitnessing The Patient's Death

II. Staff-Centred Behaviours And Care Contributing To A Positive Death
Experience During The I¿st 24 Hours Of Life.

1. Family Focused Care: A Team Effort
1.1 Communication Of Information
1,.2 Acknowledging And Respecting The Caregivers' Roies
1.3 Showing A Personal Interest In The Patients And Families
1.4 The Environment

2. Patient Focused Ca¡e: A Team Effort
l.l Managing Symptom Distress
1.2 AcknowledgingPersonhood

m. Shff-Centred Behaviours And Care Contributing To A Negative Death
Experience During The Last 24 Hours Of Life.

1. Failure Of Staff To Communicate Information To Families
1.1 Failure Of Nursing And Medical Staff To Provide Rationaie For

Performing Certain Care Activities
1.2 Failure Of Nursing And Medical Staff To Provide Rationale For

Omitting Certain Care Activities

2. Failure To PersonalizeThe Care Experience
2.1 Failure To Develop A Rapport With The Patient And Family
2.2 Failure To Acknowledge Patient's Personhood

3. Poor Symptom Management
3.1 Failure To Manage Patient's Respiratory Distress
3.2 Patient Confusion
3.3 Failure To Manage Patient's Pain

IV. Consistencies In The Perceptions Of The Care Milieu: The Family Members'
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And The Nurses'.

1. Peaceful Death
1. 1 Effective Pain Control
1.2 Recognizing And Managing Other Symptoms

V. Inconsistencies In The Perceptions Of The Care Milieu: The Family Members'
And The Nurses.

1. Deterioration In The Patients' Physical Condition
1.1 Failure To Inform Families Of The Patients' Approaching

Deaths
1.2 Failure To Inform The Family Member Of The Patient's

Symptoms

2. Recognizing And Managing Patients' Symptoms
2.I Pain Management
2.2 RespiratoryDistress
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The Themes And Categories

Family-Centred Behaviours And Care Contributing To A Positive Death Experience

Family-centred behaviours and care were those activities and interventions that

families engaged in to provide comfort to their family member during his/her dying.

Through the provision of these family-centred behaviours and care, the participants

were also comforted. Family members felt consoled knowing that they were able to

offer comfort and care to their relatives during their dying. However, the primary

concern of those who were interviewed was to comfort their terminally ill relatives,

and it was not their primary intention to provide comfort to themselves.

Providins And Receiving Comfort

The dominant theme across the 10 case studies was 'providing and receiving

comfort' in all its extant forms. Whether early in the cancer patients' illness

trajectories or at the terminal stages of the disease, family members attempted to

provide comfort care to the dying patients. As the patients' illnesses entered into the

terminal phases, family members' comforting behaviours and care intensified. For

example, those who were interviewed revealed that they had rearranged their

schedules in order to spend more time at the hospital with their dying relatives.

Behaviours and care that were representative of this theme were: maintaining a

presence, participating in the patients' physical care, developing relationships with

families of patients on the palliative care unit, and witnessing the patients's deaths.

Maintaining a presence. All participants identified that it was important to

spend time at the palliative care unit with the dying cancer patients. As it became
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evident to the family members that their relatives were approaching death, most

participants increased the amount of time spent visiting and tending to the patients.

While in the patient's room, family members engaged in a variety of

behaviours to comfort their dying relatives. Families talked and prayed with cancer

patients, held their hands, reminisced about past events, and sat quietly at the patients'

bedsides.

While visiting with their loved ones on the palliative care unit, family

members also had opportunities to observe the type and quality of care the clients

received from the palliative ca¡e staff. This provided occasions for families to share

with the palliative care staff how they had cared for their relatives at home, and to

suggest certain "ways of doing things. " For example, Mrs. Ashley shared with the

nursing staff how she had managed her husband's skin problems at home. Mrs.

Ashley had developed a mixture of cornstarch and Vaseline to help alleviate her

husband's dry heels.

Family members also made decisions based on the observation of the care their

relatives received on the palliative care unit from staff members. For example, the

participants would visit the palliative care unit more frequently if they felt that their

relatives were not receiving adequate comfort care. In these instances, the family

members would perform those activities they felt their spouses, mothers, and fathers

were not receiving from the palliative care staff.

One further dimension of the theme 'providing and receiving comfort'

concerns trust. More specificaily, the lack of trust that one participant felt towards
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one nurse working on the palliative care unit. The participant, Mrs. Haver, stayed

with her mother on a regular basis because she did not trust the palliative care staff.

From observing the interactions and care between her mother and the nurse, Mrs.

Haver believed that her mother's caregivers were not competent. Mrs. Haver

maintained a regular presence at the palliative care unit to ensure that her mother

received the proper care. This mistrust also extended into the immediate death period.

Following her mother's death, the participant felt that is was necessary to remain at

Mrs. Green's bedside for a prolonged period of time to ensure that her mother's death

was legitimate. She did not trust that the staff had the necessary competency to

decla¡e her mother's death.

Participatine in the patient's physical care. Half of the participants revealed

that they regularly participated in the physical care of their dying relatives. Family

members helped their loved ones to eat, bathe, and shave. One person interviewed,

Mr. Jobe, revealed that he helped stretch the muscles of his dying father to ease the

pain experienced by this patient. As well, family members mentioned that they

participated in changing bed linens and turning bed-ridden patients.

One family, the Birches, beiieved that their terminally ill relative preferred

family members and friends to help with his physical care. Prior to his admission to

the palliative care unit, Mr. Birch was cared for at home by his wife and children.

Mr. Birch was familiar and comfortable with the care that he received from his family

members. The Birch family wanted to care for their dying father's physical needs

because it was important to them to do something tangible to demonstrate their love to
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their father.

The informants often felt helpless to do something meaningful for their dying

relatives. The provision of physical care was a natural extension of long term

relationships and enabled them to offer "help" to their family member. The

participants also received comfort themselves by providing physical care to dying

cancer patients. They were able to do something tangible for the dying relatives which

then fostered a sense of accomplishment concerning their family members' situations.

This physical contact also allowed family members to demonstrate their iove

concern, and compassion towards the cancer patients through touch.

Some family members did not participate in the physical ca¡e of their fathers,

mothers, and spouses physical care. These individuals had cared for their sick

relatives at home for a considerable length of time prior to the patients' admissions to

the palliative care unit. The caregivers were willing to relinquish their responsibilities

for the physical care of the patients to the palliative care staff. Many of the caregivers

were exhausted physically and emotionally from taking care of cancer patients at

home.

Developing relationships with families of patients on the palliative care unit.

Participants engaged in informal conversations with other families of patients on the

palliative care unit. The participants met other families while they were in the family

room on the unit having coffee. During these conversations, families would talk about

general day events, the weather, and how they were managing. The participants

enjoyed having someone else nearby to talk to, especially during the night when "the
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whole ward seemed to go to sleep. "

For Mrs. Haver and Mrs. Jobe, the informal conversations with families of

patients on the palliative care unit progressed to a deeper level. During these

conversations, the families shared and compared their experiences and comforted and

supported each other. The families also discussed how their loved ones were

managing and the effectiveness of certain nursing and medical interventions.

The meaningful exchanges with other families of patients on the palliative care

unit were valued by Mrs. Haver and Mrs. Jobe. During these discussions, family

members shared their suffering, validated their experiences with others who were

going through the same thing, and exchanged information regarding what was helpful

and unhelpful to them in managing the terminal phase of their relatives's illness.

Witnessing the patient's death. It was important for almost all participants

interviewed to witness the actual deaths of their relatives. Family members could not

envision their kin dying without family and friends being present. Those interviewed

stated that they would have suffered if they had not been at the hospitat when their

relatives died.

The participants primary concern was to ensure that their dying relatives did

not die in a strange environment without their family present. However, for eight of

the nine participants, this "death vigil" provided comfort for themselves. Perhaps out

of love or a sense of duty, family members were comforted because they did not

allow their relatives to die alone.

V/itnessing the patients' deaths did have negative consequences for one family
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member. It was important for Mrs. Haver to be with her mother during her dying and

death. However, Mrs. Haver was, and continues to be, traumatized from witnessing

her mother's dying and death. Mrs. Haver believed that it was difficult to watch

somebody that she loved, die.

One of the informants did not wish to witness the death of his wife. Mr.

Barker expressed that he loved his wife immensely. However, he believed it was not

practical to be awakened in the middle of the night by the palliative care staff to be

informed of his wife's death. Mr. Barker felt that it would have been senseless to

rush to the hospital in the middle of the night, possibly becoming involved in an

automobile accident, only to find out his wife had already died. Mr. Barker was

comfortable with his decision and had no regrets at the time of his interview.

In summary, family members identified family-centred behaviours and care

that comforting to them during the cancer patients' dying. The theme that represented

these family-centred behaviours was entitled "providing and receiving comfort. "

Staff-Centred Behaviours And Care Contributing To A Positive Death Experience

Staff-centred behaviours and care were those interventions provided by the

palliative care staff, to the participants and the cancer patients, that were perceived as

helpful to the individuais interviewed during their relatives' dying.

Family members perceived interventions directed towards themselves as well

as to their dying relatives as helpful. According to those interviewed, when the

palliative care staff provided care to their relatives they also provided care to the

participants.
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Family Focused Care: A Team Effort

One theme identified across the i0 case studies was "family focused care: A

team effort. " The individuals interviewed identified activities performed by nurses,

physicians, orderlies, and nursing assistants that were helpful to them. The

participants identified behaviourial and task-oriented activities and care that were

helpful to them in managing their relatives' dying. The categories that were

representative of this theme were: communication of information, acknowledging and

respecting the caregivers' roles, showing a personal interest in the patients and

families, and the environment.

Communication of information. Nine informants (The Birch family, Mrs.

Ashley, Mr. Lee, The Jobe family, Mrs. Reed, and Mr. Smith) identified that it was

important and helpful for them to receive information from the palliative ca¡e staff.

Family members reported that the nursing staff on the unit were the individuals who

were most likely to share information with them.

The type of information that the participants found helpful varied. Family

members appreciated honest and direct answers to their questions regarding their

relatives' prognosis, expected time of death, and care. Families wanted to understand

the rationale for the inclusion or omission of certain nursing or medical interventions.

Families also appreciated progress reports and updates related to the patient's

progress. Informants were concerned about the amount of food the patients had eaten

and how the patients had managed throughout the night shift.

The informants trusted, valued, and relied on the information they received
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from the nursing staff. Family members made cerüain decisions based on the

information they received. These decisions included making plans for increasing the

time they spent with the patients, deciding when to leave the hospital for meals, or

making arrangements for out of town relatives to visit the cancer patients.

Acknowledeing and respecting the caregivers' roles. Family members (The

Birch family, Mrs. Ashley, Mrs. Green, and the Reed family) appreciated that the

nurses, orderlies, and nursing assistants encouraged them to participate in various

aspects of their relatives' care. In many instances, the participants had cared for their

sick relatives at home with minimal support from health care agencies. Specifically,

the participants were encouraged to shave, bathe, feed, and turn the patients. This

allowed those interviewed to continue their roles as caregivers. The physical contact

with the patients also allowed the participants to do something tangible for their

family members and to demonstrate their love to them through touch.

Mrs. Ashley and the Birch family also appreciated that the nurses and support

staff valued their knowledge as caregivers. Through trial and error, Mrs. Ashley had

developed a lotion for her husband's dry heels while caring for him at home. The

paliiative care staff accepted Mrs. Ashley's knowledge as a caregiver and encouraged

her to use her knowledge to provide comfort care to Mr. Ashley during his dying.

The Birch family were grateful that the palliative care staff respected their

knowledge as caregivers. Mr. Birch suffered from multiple allergies to medications.

The Birch family relayed this information to the nurses on the palliative care unit.

The family did not feel they had to watch and question every medication the nursing
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staff administered to Mr. Birch. The trust among the Birch family and the nursing

staff allowed the family to spend time with their dying relative without the added

stress of having to constantly monitor what the nurses were up to.

Showing a personal interest in the patients and families. Certain nurses

working on the palliative care unit were perceived by Mrs. Ashley, Mrs. Haver, Mr.

Lee, the Reed family, Mr. Barker, and the Brook family as very caring and

supportive. These individual nurses took the time to make the families feel welcome

and comfortable during the patients' hospitalization.

Certain nursing behaviours led families to believe that the nurses were caring

and supportive individuals. The staff communicated their caring to the families

through touch. A gentle hand on a family member's shoulder during the patient's

dying was well received by those interviewed. Informants also mentioned that they

were comforted when the nursing staff asked their permission to give them a hug

during the patients' dying or immediately after the deaths of the patients.

The Reed family and Mrs. Haver were impressed with certain nurses caring

for their relatives during their dying. The families felt these particular nurses

demonstrated a personal interest in their patients and families. According to Mrs.

Reed, one nurse phoned the on-call physician regularly to obtain medication orders to

help alleviate her father's discomfort. After administering the medication the nurse

went off duty and did not observe the effects of the medication on the patient's

discomfort. The nurse relayed to the family the next day that she was worried about

the patient and his family and was thinking about them while she was off duty. The
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Reed family were touched that this nurse was concerned about their dying father

while she was off duty.

Mrs. Haver also believed two nurses working on the palliative care unit

showed a personal interest in their patients and families. The two nurses had

consistently cared for Mrs. Haver's mother (Mrs. Green) during her hospitalization.

The nurses were only on duty for a few hours of Mrs. Green's last 24 hours of life,

but their compassion and kindness were well remembered by Mrs. H"u", at the time

of her interview. The nurses took the time to talk with Mrs. Haver and her mother.

They would engage in banter with the family and share personal information about

themselves. The nurses also took the time to explain the patient's condition to Mrs.

Haver. One of the nurses also telephoned the palliative care unit on her day off to

inquire about the patient's health status. Mrs. Haver believed these two nurses were

very speciai individuals dedicated to caring for the dying and their respective families.

Informants (Mrs. Haver, the Brooks family and the Jobe family) also believed

that the palliative care staff showed a personal interest in their dying relatives and

themselves by monitoring the patients on a regular basis. Staff asked the families if

they needed anything, if they felt the patients were comfortable, and informed them

when they would return. The families interviewed relayed that they were comforted

knowing that the nursing staff were monitoring their relatives regularly during their

dying. Participants also communicated that they needed privacy during their family

members' dying. However, those interviewed also conveyed that they appreciated that

the nursing staff were available to them.
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The environment. The care provided by the staff occurred within the physical

environment on the pailiative care unit. The environment influenced the informants'

perceptions of the care experience. The external environment facilitated the care that

families perceived as helpful to them during their relatives' dying. The physical

environment on the palliative care unit was aiso comforting for the families visiting

their relatives.

Specific examples of comforting aspects of the palliative care unit's

environment included: large private rooms, a family room, access to telephones and

televisions, and the availability of comfort foods for patients and coffee for family

members. The family oriented environment provided those interviewed with a small

reprieve and an opportunity to meet other families of patients on the palliative care

unit.

Patient Focused Care: A Team Effort

The second theme arising from staff-centred behaviours and care contributing

to a positive death experience was "patient focused care: A team effort. " The

participants identified task-oriented and behaviourial staff-centred behaviours and care

activities, provided by nurses and support staff, that were perceived as comforting. By

tending to and comforting the cancer patients, the palliative care staff also provided

comfort to the families. The categories that were representative of this theme were:

managing symptom distress, and providing comfort care.

Managing symptom distress. Several family members (the Brooks family, Mrs.

May, Mr. Barker, and Mrs. Ashley) acknowledged that it was important to them that
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their relatives' symptoms were well managed. The interventions to alleviate the

patient's symptoms were rooted in the physiology of the disease process. This

inciuded managing the patient's physical pain, and other particularly distressing

symptoms such as dyspnea.

Family members were disturbed when they observed their relatives suffer. For

example, participants were disturbed when witnessing patients' respiratory

difficulties. Those interviewed stated that they believed that the patients' respiratory

distress was a natural progression of the disease process. Through previous

experiences with death and dying, the families realized that death was imminent when

they observed changes in the patients' breathing patterns. However, it was traumatic

for family members to observe their relatives rapid and noisy respirations. These

individuals felt powerless to help ease this suffering. Family members were empathic

witnesses to the suffering of their loved ones. Individuals who observed and witnessed

a relatives's suffering, also shared the patient's suffering empathically. Therefore,

these family members were grateful that the nursing and medical staff managed

physiological based symptoms effectively.

Acknowledging personhood. Mrs. Haver, Mr. [æe, and the Reed family found

it comforting that the nursing and support staff respected and acknowledged the

cancer patients as individuals. Behaviourial interventions such as talking and listening

to patients' concerns and fears, treating patients with respect and dignity, and

listening to patients were considered imporlant to family members in maintaining their

relatives' sense of personhood. Other "task-oriented" patient care interventions, such
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as turning and repositioning and skin care, was perceived as comforting to patients by

family members and important in maintaining patients' sense of personhood.

In summary, family members identified staff-centred behaviours and care that

were helpful to them during their relatives dying. The themes that were representative

of staff-centred behaviours and care were (a) family focused care: A team effort, and

(b) patient focused ca¡e: A team effort.

St¿ff-centred behaviours and care were those interventions, provided by the

palliative care staff, to the participants and cancer patients, that were perceived as

unhelpful to the individuals interviewed. Family members identif,red various staff-

centred behaviours and cate, directed towards themselves and the cancer patients, that

they perceived as unhelpful to them during their relatives' death and dying. When the

care activities had negative consequences or outcomes for the cancer patients, they

also had negative consequences for the families interviewed. Since the family

members perceived their relatives and themselves as "one", any care activities

directed towards the patients were also directed towa¡ds them.

Failure Of Staff To Communicate Information to Families

One nursing behaviour that was perceived as unhelpful was "failure to provide

rationale for care activities. " Overall, the nursing and medical staff were perceived by

the family members as the individuais responsible for communicating pertinent

information to them. The categories that were representative of this theme were:

failure of nursing and medicai staff to provide rationale for performing certain care
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activities, and failure of nursing and medical staff to provide rationale for omitting

certain care activities.

Failure of nursing and medical staff to provide rationale for performing certain

care activities. Certain nursing interventions were not adequately explained to various

family members. Mrs. Ashley and the Birch family thought that certain questions the

nursing staff asked their relatives were inappropriate. The nurses would ask the

patients regularly if they were depressed, if they were nervous, or if they were having

any pain. The patients were unable to provide appropriate answers to these questions

because they were confused or unable to talk about their anxieties and fears (eg. semi-

conscious). Had the nursing staff explained what they were "up to" or sought out the

families' perspectives Mrs. Ashley and the Birch family may have understood the

nurses seemingly inane questions.

Other nursing and medical interventions were not well explained to family

members. For example, Mrs. Haver did not understand why the nursing staff were

turning her mother on a regular basis. As well, Mr. Barker did not comprehend why

the medical staff changed his wife's medications when her pain was well managed at

home. The lack of explanations for the rationale for performing certain care activities

led family members to question interventions.

care activities. A number of family members stated that they felt the palliative care

staff did not explain to them the rationale for omitting certain care activities for their

relatives. For example, Mr. Iæe and Mrs. May did not understand why their relatives
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were not receiving ceftain care activities. Mr. Iæe felt the medical staff did not

explain to him the re¿sons why his wife was not receiving intravenous therapy. As

well, Mr. Iæe believed that his wife was thirsty and uncomfortable because she was

unable to eat or drink.

The nursing and medical staff also did not explain to Mrs. May the rationale

for discontinuing active medical treatment for her husband. This caused Mrs. May

considerable distress and anxiety. Family members wasted precious energy and time

trying to understand why their relatives were not receiving certain care activities.

Those interviewed wanted to direct their efforts towards caring for and being with

their dying relatives.

Failure To Personalize The Care Experience

A second nursing behaviour that was perceived negatively by family members

was called "failure to personalize the care experience. " The categories that were

representative of this theme were: tailure to develop a rapport with the patient and

family, and failure to acknowledge patient's personhood.

Mrs. Ashley and

Mrs. Haver agreed that the nursing assignments were inconsistent on the palliative

care unit. This inconsistency caused anxiety and stress for some family members. At

times, the nursing staff were unfamiliar with their patients and families. As a result,

the nurses were not knowledgeable in the intricacies of the patients' care. For

example, some staff nurses were unsure of what route was preferable for patients to

take their medications.
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Since staff members had not developed a rapport with families, they did not

approach them to seek out information that would have helped them provide

personalized care, and at times safe care, to the patients. Again, this was frustrating

for those interviewed because they had ca¡ed for their relatives at home for a

considerable length of time and were familiar with the care activities that were

successful in comforting their loved ones. For example, Mrs. Haver relayed to the

nursing staff that her mother (Mrs. Green) was not experiencing any puritis. This

information was not conveyed to the resident and Mrs. Green received cream for

puritis. Mrs. Haver's mother experienced a severe allergic reaction to the medication.

This incident may have been avoided had the nursing staff been familiar with the

intricacies of Mrs. Green's care.

Failure to acknowledge oatient's personhood. Mrs. Haver felt that two

particular nurses caring for her mother (Mrs. Green) did not treat Mrs. Green as a

human being worthy of respect and dignity. The two nurses avoided communicating

with the patient and family during Mrs. Haver's mother's dying. Explanations and

forewarnings prior to performing care activities were not given by staff members to

Mrs. Haver's mother. The staff nurses also failed to monitor Mrs. Green's physical

condition on a regular basis. This caused Mrs. Haver to believe that the staff did not

care about her mother's well-being. The nurses were unsuccessful in maintaining Mrs.

Haver's mother's dignity because they treated her as a "non-person." This led Mrs.

Haver to question the nurses' competencies and caused her to distrust the nurses

caring for her mother.
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Poor Symptom Management

Some family members were distressed when they perceived that their relatives'

physical symptoms were not well managed by the palliative care staff. The theme that

captured this behaviour was called "poor symptom management" and the categories

that were representative of this theme were: failure to manage patient's respiratory

distress, patient's confusion, and failure to manage patient's pain.

Failure to manage patient's respiratory distress. Mr. Lee was distressed from

observing his wife's noisy and laboured breathing. He felt that his wife's respiratory

distress was not well managed during her dying. During his interview, Mr. Lee stated

that it had bothered him to witness his wife's laboured respirations. It was very

difficult for him to talk about his wife's breathing during her dying. However, Mr.

Lee stated that he believed that his wife did not suffer during her dying and that her

respiratory distress was only difficult for him to observe.

Patient's confusion. Mr. Smith was not comfortable with the amount of

medications his wife was receiving to control her pain. He believed that his wife was

over-medicated causing her to become confused. Mrs. Smith became combative with

some members of the palliative care staff. This upset Mr. Smith because his wife was

not "her normal self." However, at the time of his interview, Mr. Smith mentioned

that he was relieved that his wife was not in any pain during her dying. He also

mentioned that it was probably difficult for the staff to achieve a balance between

adequate pain control and the side effects of the analgesics administered to his wife

during her dying.
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Failure to manage patient's pain. Mr. Barker felt that his wife was

experiencing physical pain during her dying. He believed that he had adequately

controlled his wife's pain at home with morphine. The palliative care staff

administered Dilaudid to Mrs. Barker to manage her pain. Mr. Barker did not believe

that the Dilaudid was effective in alleviating and managing his wife's pain.

In summary, family members identified staff-centred behaviours and care that

were unhelpful to them during their relatives' dying. These behaviours and care

included: failure of staff to communicate information to families, failure to

personalize the care experience, and poor symptom management. Mr. Barker was

relieved when his wife died quickly, he felt that her suffering had ended.

Consistencies In The Perceptions of The Care Milieu:

The Family Members' And The Nurses'

Consistencies in the perceptions of the care milieu among family members and

the nursing staff were identified. Data from the 10 interviews were compared with the

death review tapes and nurses notes to identify congruent perceptions of the

care/dying milieu among the informants and the nurses. The range of perceptions of

the careldying milieu was broad. All aspects of the dying experience were compared

and contrasted and included family members and nurses' perceptions of: staff or

family-centred behaviourial or task-orientated interventions, patients physical and/or

emotional comfort, critical events, and the unfolding of the dying experience.

Peaceful Death

Three families and the nursing staff agreed that the cancer patients' deaths
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were peaceful. For family members, a peaceful death meant: (a) that the patient was

physically comfortable and having no overt signs of pain O) the patient's death was

not prolonged (c) the patient's manner was calm and sedate, and (d) the family

members were with the patient during his/her dying.

You know, when she did pass away [mother], and this was really nice.
something that you wished you would have taken a picture of, it is so
beautiful. We turned around and looked at her and she had this smile on her
face. I never seen anybody like that. She had this most beautiful smile, it was
just the most precious thing in rhe world (2 Feb.95.I2,p.24.1.1244).

Effective pain control. Four of the family members interviewed and the nurses

caring for the cancer patients during their last 24 hours of life agreed that the

patients' pain was well managed during their dying. Effective pain management

contributed to the family members perceptions that their relatives' deaths were

peaceful.

Four participants mentioned in their interviews that they felt their family

members' deaths were peaceful. However, the nurses did not comment about the

quality of the patients' deaths.

Recognizing and managing other symptoms. Mrs. Haver and the Birch family

noted in their interviews that the nursing staff recognized their relatives' respiratory

distress. The nurses utilized a variety of interventions to help manage patients'

dyspnea. Oxygen, positioning, and medications were administered to patients to help

manage their respiratory discomfort. The Brooks family also relayed that the staff

caring for their father recognized that his foul smelling bowel movements were

unpleasant for the family.
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In summary, consistencies among the family members' and the nurses'

perceptions of important components of the care milieu were identifred. The theme

that captured these behaviours and care was: peaceful de¿th.

Inconsistencies In The Perceptions Of The Care Milieu:

The Family Members' And The Nurses'

Inconsistencies in the perceptions of the care milieu among family members

and the nursing staff were identified. Data from the 10 interviews was compared and

contrasted with the death review tapes and nurses notes to determine incongruent

perceptions of the careldying milieu among the nurses and the family members

interviewed. All aspects of the care/dying milieu were analyzel to determine

inconsistencies in the perceptions of the care experience and included informants and

nurses' perceptions of: how the patient's death unfolded, the patient's level of comfort

during his/her dying, critical events, and the performance or omission of cerüain

family and/or staff-centred care activities directed towards patients or family

members.

Deterioration In The Patients' Physical Condition

Many informants believed that they were not informed by the nursing staff that

their relatives' lives would soon end. The nurses, however, documented that these

individuals were well aware that the patients' physical condition had deteriorated.

Family members would have appreciated the staff communicating to them that their

relatives were close to dying.

Failure to inform families of the patients' approaching deaths. Mrs. Brooks
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and Mrs. Ashley relayed that the nursing staff did not communicate to them that their

husbands' deaths were imminent. Mrs. Brooks would have spent more time with her

husband had she known that his death was so close. Mrs. Ashley did not believe that

the nursing staff prepared her for her husband's death. She was shocked that her

husband had died so quickly.

Failure to inform the family member of the patient's symptoms. Mrs. Haver

believed that the nurse caring for her mother during her dying did not adequately

explain and prepare her for her mother's dying. Specificatly, the nursing staff did not

explain to Mrs. Haver the symptoms that her mother may exhibit during her dying.

This caused Mrs. Haver a considerable amount of anxiety and distress. The nurse,

however, documented that the daughter was well aware that her mother was

approaching death.

Recognizing And Managing Patients' Symptoms

Two of the informants revealed that they believed their relatives' physical

symptoms were not well managed. It was difficult for these family members to

observe their loved ones' distress and suffering.

Pain Manaqement. Mr. Ba¡ker believed that his wife was experiencing a

considerable amount of pain during her dying. However, the nurses caring for Mrs.

Barker assessed that her pain was well managed. Mr. Barker felt that the nurses failed

to recognize his wife's overt signs of pain such as facial grimacing.

Respiratory distress. Mr. læe relayed during his interview that he felt that his

wife was experiencing severe dyspnea during her dying. The nurses caring for Mrs.
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Iæe assessed and documented that she had the "occasional wheeze. " The nurses also

failed to recognize that Mrs. læe's respiratory distress was difficult for her husband

to witness, and that it caused him anxiety and distress during his wife's dying and in

the immediate bereavement period.

In summary, inconsistencies in the perceptions of the care milieu among the

nursing staff and family members were identified. The themes that captured these

behaviours were: deterioration in the patients' condition, and recognizing and

managing patients' symptoms.

Summary

This chapter described behaviours and care that family members found helpful

and unhelpful during their relatives last 24 hours of life. The commonalities and range

of experiences were reflected in the themes and categories developed in this second

level analysis. Further, data from the death review tapes, interviews, and nurse's

notes were used to describe the consistencies and inconsistencies among the nurses

and the family members perceptions of care.

Family-centred behaviours and care important to the informants were

identified. The theme that captured these behaviours and care was called "providing

and receiving comfort. " Staff-centred behaviours and care contributing to a positive

and negative death experience for the participants were also explored. Family-focused

ca¡e and patient-focused care were important behaviours and ca¡e for the informants

and contributed to their perceptions of the care/dying milieu. Family members

identified staff-centred interventions that were unhelpful to them during their relatives'
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dying. The themes that captured these interventions were: failure of staff to

communicate information to families and failure to personalize the care experience.

Consistencies and inconsistencies between informants and the nursing staff

perceptions of the care/dying milieu were examined. Some family members and

nurses agreed that the patients' deaths were peaceful. Inconsistencies in the

perceptions of the care experience were also identified. The themes that captured

these inconsistencies were called: deterioration in the patient's physical condition, and

recognizing and managing patients' symptoms.



263

CHAPTER 6

DISCUSSION AND RECOMMENDATIONS

The findings presented in Chapters 4 and 5 revealed much about family

members' perceptions of care. Chapter 6 is a discussion of the findings from Chapters

4 and 5 as they relate to: a) the linkage with the literature; b) the methodology of the

study; (c) the theoretical framework; (d) the implications and recommendations for

nursing practice, education, and research; and (e) reflection and reflexivity.

Linkage With The Literature

Literature from the disciplines of nursing, medicine, anthropology, sociology,

and psychology was reviewed in Chapter 2 to identify research related to this thesis

project. The relationship of the f,rndings of this research study to previous research are

now explored.

Family-Centred Behaviours And Care Contributing To A Positive Death Experience

Significance Of These Findines

After interviewing family members, reading, and re-reading their transcripts it

became evident that the participants engaged in a variety of behaviours and care

activities that were helpful to them in managing their relatives' dying.

Family members' perceptions of the dying experience were influenced by

many factors, events, behaviours, and care. Some participants identihed that it was

important to them to provide comfort and care to their dying relatives. A variety of

behaviourial and/or task-oriented interventions were perceived as helpful by family

members in providing comfort and support to their relatives. Family members
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involvement in caring for and supporting the patients during their dying was an

important factor that contributed to their perceptions of the care/dying milieu in the

immediate bereavement period.

Family members cared for and supported their relatives for a variety of

reasons. First, the participants tended to their relatives because they felt it was their

responsibility to do so; providing this care was a natural extension of long term

relationships. This responsibility was borne out of love and concern for their sick

family member. Second, the participants wanted to help comfort their relatives during

their dying. They wanted to do "something tangible" to help ease their relatives'

suffering. In the process of caring for their dying relatives, the informants also

received comfort themselves by knowing that they did everything possible to help.

Originally, I did not intend to explore family-centred behaviours and care

contributing to a positive death experience. However, after reading and coding the

participants' transcripts, it was evident that "family initiated interventions" strongly

influenced the participants' perceptions of the dying experience.

Linkage With The Literature

Previous research in this particular area is limited. Researchers have

traditionally examined family members' needs during the terminal illness experience

(Hampe, 1975; Irwin & Meier, 1973; Krisdanson, 1986; V/right & Dyck, 1984) as

opposed to focusing on the active role that family members assume during a dying

trajectory.

The dominant theme across the 10 case studies was "providing and receiving
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comfort" in all its extant forms. Four categories were representative of this theme and

included the following: maintaining a presence, witnessing the patient's death,

participating in the patient's physical care, and developing relationships with families

of other patients on the palliative care unit.

Maintaining a presence and witnessing the patient's death. The occurrence of

cancer affects the entire family structure. Family members offer support, nurturance,

and interpretation of the cancer journey for the patient. As such, family members

often become the context within which the cancer patient attempts to derive personal

meaning, pu{pose, self-worth, and support (l,ewis, 1986; Lewis, 1990).

The importance of maintaining a presence and witnessing the patient's de¿th is

well documented in the literature. Research by Hampe (1975), Beu and Dracup

(I976), Welch (198i), Cameron and Parkes (1983), Krisdanson (1983), Rando

(1984), and Wright and Dyck (1984) indicate that family members want and need to

spend time with their dying relatives and to be with patients during their dying.

Further research by Haggmark (1990) and Herth (1993) revealed that during the

terminal illness trajectory, family members wished to maintain a presence at the

patient's bedside and spend time with the dying patients. Herth (1993) also suggested

that family members expectations may change as the patient's physical health

deteriorates. A sense of "doing" may be replaced with a more general sense of

"being" with the patient.

Smith and Maher (1993), Keizer (1992), and Sykes, Pearson, and Chell (1993)

have documented that terminally ill patients also desire their relatives to be present
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with them during their dying. According to these researchers, family members and

patients believed that one factor that influenced their perceptions of a "good death"

was when the patient was surrounded by family and significant others whenever

possible.

Research exploring nurses' perceptions of critical behaviours in caring for

dying patients and their families has complemented and supported the family's desire

to be present with their dying relatives. Recent studies by Harbeck (1995) and

McClement (1993) indicate that nurses felt that it was important to allow family

members to spend time with patients during their dying. Spending time with dying

patients may reduce family members' regret in the bereavement period.

In this research project, some family members identified that it was important

to them to spend time with their dying relatives and to be present during their deaths.

Family members maintained a vigil at the patient's bedside for a variety of reasons.

Some informants were concerned that their dying relatives would die alone in a

strange environment. Spending time with the patient allowed family members to

observe and evaluate the "general" care received by the patient. The informants also

felt it was their "responsibility" to stay with their dying relatives, it was a natural

extension of long term relationships. This responsibility was borne out of love,

respect, dedication, and family roles and bonds.

In this study, some family members also felt that the patients wanted their

relatives to be there and support them during their dying. Being present and

witnessing patients' deaths were factors that strongly influenced family members'
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perceptions of the careldying milieu. The informants conveyed that the bereavement

period would have been more difficult if they had not spent time with their relatives

and witnessed their deaths. They also believed that they had done "everything

possible" to help provide comfort and support to their dying relatives. Being there and

witnessing the patient's death were factors that were considered by participants in

their evaluations of the quality of the dying experience.

Not all family members in this study received comfort by maintaining a

presence at patients' bedsides and witnessing their deaths. One informant was

traumatized by observing her mother's suffering. The participant conveyed that it was

emotionally difficult to watch her mother's physical condition deteriorate day after

day. Another informant mentioned that he did not wish to witness his wife's de¿th.

This gentlemen had already accepted his wife's death, and he requested that the

nursing staff not notify him if his wife died during the night.

Participating in the patient's physical care. The significance of family members

participating in the patient's physical ca¡e has also been reported in the literature.

According to Kristjanson (1986) families of terminally ill patients are in a position to

observe care received by the patient and are often active patricipants in this ca¡e.

Kristjanson (1986) also noted that family members can receive comfort themselves by

participating in the patient's care.

Further resea¡ch exploring critical nursing behaviours of dying patients

(Degner, Gow, & Thompson, 1991; Harbeck, 1995; & McClement, 1993) indicate

that participating in the patient's physical care may reduce family members' regret in
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the bereavement period.

Some family members in this study were comforted when they tended to the

physical needs of their relatives. The informants also expressed that their dying loved

ones found their actions comforting. Often, family members felt powerless to help

ease the patient's suffering. Therefore, participating in physical care allowed family

members to feel that they had done "something tangible" to help comfort their

relatives. Participating in patients' physical care also ailowed family members to

"connect" with their relatives and express their love and concern through touch.

Not all family members wanted or were able to participate in their relatives'

care. One informant stated that he had been his wife's primary caregiver at home.

This gentlemen was physically and emotionally exhausted from this role and wanted

the palliative care staff to assume this responsibility when his wife was hospitalized.

Other family members participated in their relatives' physical care needs because it

was there responsibility, obligation, and desire to do so. However, these individuals

conveyed that they did not necessarily enjoy providing care to their relatives and did

not receive comfort themselves from providing these activities.

It is important that health care providers recognize family members

preferences in caregiving and implement strategies that encourage, accommodate,

nufture, and support family members' preferences. Supportive behaviours and

interventions that foster family members' preferences in caregiving may reduce famity

members' regret in the bereavement period and facilitate positive perceptions of the

dying experience.
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Developing relationships with other families on the palliative care unit. The

importance of social support to family members facing a terminal illness in the family

unit is documented in the literature. Reactions to a family member's terminal illness

are diverse. Anger, depression, anxiety, and exhaustion a¡e common symptoms

(Lugton, 1989). Family members may seek out the comfort and support of others to

help them manage during this time.

Research by Howell (1986) and Kallenberg (1992) supports the f,rnding that

family members are often comforted when they share their grief and concerns with

others. The majority of spouses in Howell's (1986) study reported that it was helpful

for them to share their feeling with someone else. Howell (1986) also concluded that

the support that spouses received may have contributed to a decline in their physical

ailments and concerns during the terminal phase of the disease trajectory. More recent

research by Harbeck (1995) also acknowledges that families and patients often

develop a support network with other patients and families and this may be helpful to

them in managing their relatives' deaths.

The participants in this study developed two types of relationships with family

members of other patients on the palliative care unit. Some family members

established "informal" or social relationships with others. This type of relationship

was seen as helpful to the informants because it allowed them a small reprieve from

the patient's bedside and created an opportunity to talk about "normal everyday

events. "

Informal conversations with families of patients on the palliative care unit
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progressed to a deeper level for some participants. Factors that appeared to influence

the development of intimate relationships with others included: length of time the

patient was on the palliative care unit, and the availability of support, nurturance,

guidance, and friendship with individuals in their own "family unit."

Family members believed that these conversations and relationships helped

them manage during their relative's terminal illness. The conve¡sations allowed the

participants to share their personal experiences with each other in a non-threatening

environment. Family members validated, clarified, and supported the concerns, fears,

and hopes of other family members of patients on the palliative care unit. It was

helpful for the informants to share their experiences with others "who were going

through the same thing."

Staff-Centred Behaviours And Care Contributing To A Positive Death Experience

Significance Of The Findinss

Various dimensions of the dying trajectory affect how family members respond

and interpret their relatives' dying and death. Understanding staff-centred behaviours

and care perceived as important to family members may help he¿lth care workers

anticipate the potential consequences of their care and help them identify supportive

interventions. Supportive interventions directed towards family members of dying

patients have a profound impact and influence family members' perceptions of the

careldying milieu. These interventions may also impact on how family members

remember their relatives' dying and influence their perceptions of the dying

experience in the bereavement period.
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The Literature And The Findings

In this study, two major themes were representative of staff-centred behaviours

and care important to family members. The themes included: caregiver behaviours

important to the patient's care, and caregiver behaviours important to family

members.

All heålth care providers involved in delivering care to the patients and

families influenced the informants' perceptions of the dying experience. However,

direct patient care providers, such as nurses and orderlies, strongly influenced family

members' perceptions of the care/dying milieu. Nurses, orderlies, and nursing

assistants were the individuals who cared for patients and family members on a day to

day basis. Nurses and support staff provided "hands on care" to family members and

their sick relatives, and they were consistent caregivers to patients and family

members.

The first theme identif,red in this study related to caregiver behaviours directed

towards family members. The theme "Family focused ca¡e: A team effort" included

the following categories: communication of information, acknowledging and

respecting the caregiver's role, showing a personal interest in the patients and

families, and the environment.

Communication of information. The importance of communication during

terminal illness is well documented in the literature (Freihofer & Felton, 1976;

Hampe, 1975; Irwin & Meier, 1973; Kristjanson, 1983, 1986, & l9g9; & Wright &

Dyck, 1984). Family members want and need direct and honest answers to their
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questions regarding the patient's prognosis, symptoms, and care.

Further research by Harbeck (1995) and Degner, Gow, and Thompson (1991)

supports family members desire for information during their relatives' terminal

ilinesses. Nurses interviewed in these two studies betieved that it was important to

respond to the family's need for information during the terminal care experience.

In this study, specific information needs were identified by family members.

The type of information that the participants found helpful varied. Family members

appreciated honest and direct answer to their questions regarding their relatives'

prognosis, expected time of death, and care. Family members wanted to understand

the rationale for the inclusion or omission of certain care interventions. The

informants also appreciated progress repofts and updates related to the patient's

progress.

Family members used the information they received from the staff to make

certain decisions. For example, based on the progress reports they received, the

family would decide if they would leave the hospital for meals or if they would notify

out of town relatives of the patient's condition. Family members also used the

information they received to prepare themselves for the eventual death of the patient.

The informants would rearange their schedules to be with their dying relatives.

Nurses were identified by the informants in this study as the individuals most

likely to provide them with information regarding their relatives' care. Nursing staff

were expected to continuously monitor and observe the patient's physical condition

and provide the family with an approximation of the time he/she expected the patient
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to die. This has serious implications for nursing staff working on palliative care.

Nurses have an immense responsibility in that they are expected to recognize and

predict when patients may die. Nurses' inability to accurately predict patients' deaths

may cause family members severe distress in the bereavement period. For example,

some informants in this study felt the bereavement period would have been more

difficult if they had not been with their relatives during their dying and eventual

death.

Acknowledging and respecting the careeivers' role. The second category

important to family-focused care was acknowledging and respecting the caregivers'

role. Research by Degner, Gow, and rhompson (199r), Harbeck (1995), and

McClement (1993) established the importance of the caregiver's role in the terminal

care experience. According to these researchers, involving family members in the

care of the patient may reduce their regret in the bereavement period. Krisdanson,s

(1989) study on family satisfaction with terminal care also validated the importance of

valuing and respecting the caregiver's knowledge and expertise. Krisdanson (1989)

reported that families of inpatients on a palliative care ward indicated the importance

of having caregivers value their perceptions about the patient's condition. These

family members may provide staff with valuable information regarding symptom

management and the patient's past coping practices. Families may also identify or

predict patients' needs during their terminal illness.

In this study, some family members identified the importance of

acknowledging and respecting their roles as caregivers. In many instances, the
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relatives' care and needs.
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minimal support from

the intricacies of their

The palliative care staff in this study also respected and acknowledged the

importance of the caregiver's role by: encouraging and supporting family members'

involvement in the patient's care when appropriate, involving family members in

decisions made regarding the patient's care needs, and listening and valuing

information the informants shared regarding the patient,s care needs, symptoms

management, and physical condition.

Not all family members were, or wanted to be, involved in all aspects of the

patient's care. Some family members wanted the staff to take over the patient's

physical needs. Often the participants were the primary caregivers while their

relatives were at home. They were emotionally and physically exhausted and could no

longer provide for the patients' physicat needs. However, these informants wanted to

participate in the patient's care by expressing their thoughts and ideas regarding their

experiences caring for their relatives at home. Family members shared with staff

members what worked or did not work regarding symptom management and comfort

care measures while they cared for their relatives at home.

Showing a personal interest in the patients and families. The third component

of family focused care was: showing a personal interest in the patients and families.

Research by Davies and Oberie (1990) and Harbeck (1995) vaiidared rhe imporrance

of "connecting" with patients. Nurses connected with families and patients by
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developing a common bond, establishing rapport, spending time with the family,

sharing secrets, and giving of self (Davies & Oberle, 1990). Harbeck's (1995) study

found that sensitivity, empathy, and trust are important components of relationships

among nurses, patients, and families.

In this study, some family members developed close relationships with various

nurses on the palliative care unit. Nurses were perceived as compassionate and caring

by the informants when they showed a personal interest in their relatives and

themselves.

Informants felt that nurses showed a personal interest in their patients by

telephoning the unit while off duty to inquire about patients' conditions and by

informing family members that they were thinking of the patients at home. Family

members felt that the nurses who thought and inquired about their patients while off

duty were "special" and caring individuals. Informants perceived their relatives and

themselves as a family unit, therefore, any nursing behaviours directed towa¡ds

patients were also perceived by family members as being directed towards themselves.

Certain behaviourial and task-oriented nursing behaviours directed towards

family members also led the informants to feel that the nursing staff showed a

personal interest in them. Participants appreciated when the nurses communicated

their caring to them through touch. A gentle hand on a family member's shoulder

during the patient's dying was well received by those interviewed. Informants also

mentioned that they were comforted when nurses and support staff offered them hugs

during patients' dying or immediately after their deaths. Family members also enjoyed
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and appreciated when nurses took the time to talk and laugh with them and share

personal information and experiences with them.

Nurses also showed a personal interest in family members by familiarizing

themselves with and respecting the informants' needs during their relatives' dying.

Participants needs during their relatives dying varied. Family members appreciated

when nurses: monitored and checked the patient's physical condition on a regular

basis during his/her dying, informed them of the patients' symptoms and prognosis,

provided them with some privacy during the patient's dying, and were available to

them when needed.

Not all family members connected with the nursing staff. The informants felt

that various nurses were not compassionate and empathetic towards their relatives and

themselves. This caused family members distress during their relatives' dying because

they did not trust that the staff had the patient's best interests at heart. Therefore, the

informants maintained a vigil at the patient's bedside to ensure that their relative's

needs and comfoft care were being met.

The environment. The last component of family-focused care was the

environment. Previous research by Iftisdanson (i986) and Harbeck (1995) identified

the importance of the environment during terminal illness. Krisdanson's (1986) study

indicated that families of terminally ill patients ranked the need "a home like

atmosphere" as important to them during their relative's dying. Harbeck's (1995)

research also indicated that nursing staff, caring for dying patients, believed it was

important to create an environment conducive to patient/family interactions.
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In this study, the environment on the palliative care unit influenced the

informants' perceptions of the care experience. The care provided by family members

and the staff occurred within the physical environment on the palliative ca¡e unit. The

physical layout and space on the unit were conducive to providing care to patients.

Specifically, large patient rooms and private rooms were helpful to provide care and

comfort to dying patients. Family members also appreciated the availabitity of

telephones, televisions, and a family room on the unit.

The environment on the palliative care unit also facilitated the development of

relationships for the informants with other family members of patients on the unit.

The participants often went to the family room to have a cup of coffee and a small

reprieve from the patient's bedside. Friendships and relationships developed between

the informants and other family members of patients on the ward. For some

informants, the family room provided them with an opportunity to relax and unwind,

for others the family room was a place where they met and shared intimate and

personal experiences with others.

The second major theme identif,red in this study was called "Patient focused

care: A team effort". The categories that were representative of this theme were: (a)

managing symptom distress, and (b) acknowledging personhood.

Managinq symptom distress. The importance of managing terminally ill cancer

patient's physiological symptoms are extensively documented in the literature

(Freihofer & Felton, 1993; Harbeck, 1993; Kristjanson, i986, 1989; McClement,

1993; & Wright & Dyck, 1984). According to these researchers family members
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indicated that it was important to them that their dying relatives physical symptoms

were well managed. Further research and observations by Battenfield, (1984),

Gregory and English (1994), and Gregory and l,ongman (1992) identified that family

members are empathic witness to the suffering of a loved one and consequently, they

also suffer themselves.

In this study, participants wanted their relative's pain and other symptoms such

as respiratory distress attended to promptly and efficiently. Interventions to alleviate

the patient's symptoms were rooted in the physiology of the disease process. The

assessment and management of the patient's symptoms was perceived by the

informants as the responsibility of the nursing staff. Physicians were the prescribers

of the medications needed to help manage the patient's symptoms. The prompt

attention to and management of patients' physiological symptoms such as pain and

shortness of breath may facilitate a positive perception of the dying experience for

family members of terminally ill cancer patients.

Family members also reported that they were disturbed when they observed

their relatives' suffering. These individuals felt powerless to help ease this suffering.

This caused some family members considerable distress in the immediate bereavement

period. Disturbing memories of their relatives' distressing symptoms during their

dying were well remembered by some informants during their interviews. One family

member indicated that the bereavement period would have been more difficult if their

father would have died when he was in pain.

Acknowledging personhood. The second category that was representative of
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the theme patient-focused care was acknowledging personhood. Previous research by

Degner, Gow, and Thompson (1991) and Harbeck (i995) established the importance

of acknowledging the patient's personhood. Interventions to accomplish this goal,

however, were task orientated. Resea¡ch by Krisdanson (i986) and Tringali (1986)

captured other dimensions of personhood. These authors identified the importance of

maintaining the patient's respect and dignity. Families in these studies indicated that it

was important for caregivers to listen to the patient's concerns and for caregivers to

be compassionate and understanding.

In this study, informants identified behaviourial and task orientated

interventions that were important in maintaining the patient's personhood.

Behaviourial interventions such as talking to the patient, treating the patient with

respect and dignity, and listening to the patient were considered important by family

members in maintaining their relatives' sense of personhood. Family members

indicated that they believed these interventions were important even if the cancer

patient was comatose or unable to communicate. It was important to family members

that the staff acknowledged and demonstrated to the patient and themselves that they

considered their relatives human beings worthy of being treated with respect and

dignity.

Other task-oriented interventions to help comfort the patient, such as turning

and repositioning and skin care, were also viewed by the participants as maintaining

the patient's sense of personhood. Family members perceived interventions directed

toward managing the patient's physical symptoms differently from the interventions
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directed toward maintaining the patient's sense of personhood. Activities such as the

administration of analgesics and oxygen were perceived by family members as

important in alleviating the patient's physical symptoms and fundamental to patient

care. Turning and repositioning and skin care were viewed by the informants as

important in maintaining the patient's sense of personhood. Turning and repositioning

and skin care were not viewed as fundamental to the patient's care because the patient

was dying. These interventions were perceived as the "extra" activities carried out by

staff to promote the patient's sense of personhood and dignity.

Staff-Centred Behaviours And Ca¡e Contributing To A Negative Death Experience

Significance Of The Findings

Informants in this study identified specific staff-centred behaviours and care

that were unheipful to them during their relatives' dying. These interventions were

directed towards the patient and/or family member(s). These behaviours and

interventions influenced family members' assessments of the care/dying milieu and

contributed to their distress in the immediate bereavement period.

The Literature And The Findings

Family members identified various staff-centred behaviours and care, directed

towards themselves and the cancer patients, that they perceived as unhelpful to them

during their relatives' death and dying. The first theme that captured these behaviours

and care was called "failure of staff to communicate information to families" and

included the following categories: failure of nursing and medical staff to provide

rationale for performing certain care activities, and failure of nursing staff to explain
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rationale for omitting certain care activities.

Failure of nursing and medical staff to provide rationale for performing certain

care activities. Specihc literature/research that explored the impact of negative

caregivers' behaviours on family members of terminally ill patients was not found.

However, in this study, some participants identifred that the rationale for cerlain

nursing and medical interventions were not adequately explained to them. Specif,rcally,

the informants did not understand the rationale for the following activities and care:

1. A physician changing the patient's pain medication when the pain medication

she had been on at home was managing her symptoms effectively.

2. Turning a dying patient on a regular basis.

3. Nursing staff asking confused or semi-conscious patients routinely if they had

any pain, if they were depressed, or if they had anxiety-while ignoring the family

caregivers.

Since famiiy members did not understand the rationale for performing certain

care interventions they questioned the feasibility, appropriateness, and effectiveness of

these activities. Famiiy members were frustrated when the staff approached patients

with seemingly inane and inappropriate questions and care interventions.

Failure of nursing and medical staff to explain rationale for omitting certain

care activities. A variety of family members also stated that they felt the palliative

care staff did not explain to them the rationale for omitting certain care activities.

Specif,rcally, family members did not understand the rationale for the omission of the

following:
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1. The rationale for discontinuing intravenous therapy

2. The rationale for discontinuing active medical therapy

Family members wasted precious time and energy trying to understand why

cerûain care interventions for not being offered to their relatives. One family member

spent several hours a day trying to locate her husband's physician to explain to her

why her husband was no longer receiving aggressive care.

The second theme that captured unhelpful staff-centred behaviours and care

was entitled "failure to personalize the care experience." The categories that were

representative of this theme were: failure to develop a rappoft, and failure to

acknowledge family members' concerns.

Failure to develop a rapport. Some nurses working on the palliative care unit

failed to develop a rappoft with family members. Informants believed that nurses

were unable to establish a rapport with them because of inconsistencies in staffing

assignments. As a result, nurses were not knowledgeable in the intricacies of the

patient's care. Nursing staff also did not approach family members for their advise

and knowledge as caregivers. This caused the participants to question the competency

of some nurses caring for their relatives. Subsequently, family members "maintained

a vigil" at their relative's beside to ensure that he/she was receiving the appropriate

care.

Failure to acknowledge family members' concerns. One family member

believed that the nursing staff failed to acknowledge their concerns regarding cerüain

nursing interventions. This caused the family as a group to "watch" this particular
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nurse closely to ensure she did not rinse their father's kidney basin in the toilet. The

members of this family wasted valuable time and energy on the nurse instead of on

their father.

Failure to acknowledge patient's personhood. The importance of

acknowledging the patient's personhood has been reviewed in the previous section

under staff-centred behaviours and ca¡e contributing to a positive death experience. In

this study, informants were distressed when the palliative care staff lailed to maintain

their relatives' personhood during their dying. Certain staff-centred interventions and

care behaviours indicated to family members that the staff did not respect their

relatives' sense of personhood. These interventions were:

1. Staff failed to introduce themselves to the patient (even if the patient was

confused or semi-conscious).

2. Staff Tailed to explain and prepare patients for nursing interventions (even if

the patient was confused or semi-conscious).

3. Staff failed to monitor the patient's physical condition on a regular basis

during his/her dying.

The findings of this study suggested that certain staff-centred behaviours and

care are perceived negatively by family members. These negative care behaviours and

care interventions influenced family members' perception and assessment of the

careldying milieu. Family members resented and expressed anger towards nursing

staff who were unable to meet their needs during their relatives' dying.

Literature on death and dying (Franke & Durlak, 1990; Gates, Kaul, Speece,
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& Brent, 1992; Hare & Pratt, 1989; Rudisill & Merriman, 1987; Waltman, 1990;

Waltman &. Zimmerman, i991) was reviewed to identify possible explzurations for

family members' perceptions of negative staff-centred behaviours and care. Five

explications for nurses' anxieties with death and dying were discovered in the

literature and included: death anxiety, education, exposure to dying, working setting,

and various stressors.

There are also many other variables that may have contributed to family

members' perceptions of negative staff-centred behaviours and care and include the

following:

1. Nursing assignment for the shift - patient-staff ratio.

2. Personality clash between the nurse and family member(s).

3. Poor communication between the nurse and family member(s).

4. Acuity level and needs of other patients on the unit.

5. Inability of family member(s) to accurately interpret information. Family

member may have been in denial regarding their relative's terminal illness and unable

to process information correctly.

6. Nursing style - some nurses care for patients and families differently. Some

are more task oriented than others and do not display any oveft signs of affection,

sympathy, or caring. This may have been perceived negatively by some family

members.



285

Consistencies In The Care Milieu: Perceptions Of Family Members And Nurses

Significance Of The Findings

Consistencies in the perceptions of the ca¡e milieu were found between family

members and the nursing staff caring for the cancer patients. In this study, nurses and

family members perceptions of various components of the careldying milieu were

congruent. Nurses were able to assess and identify components of the care experience

that were important to family members. Nurses ability to assess components of the

dying milieu has important implications for family members of terminal cancer

patients. Family members' perceptions and satisfaction of the careldying milieu may

be influenced by the nurses ability to accurately attend to components of the

experience important to family members during this time frame.

The Findings And The Literature

In this study, some families and the nursing staff agreed that the cancer

patients' death were peaceful. For family members, a peaceful death meant: (a) that

the patient was physically comfortable and having no over signs of pain (b) the

patient's death was not prolonged (c) the patient's manner was calm and sedate, and

(d) the family were with the patient during his/her dying.

The nature of the patient's death influenced family members' assessments of

the dying experience and impacted on the informants' functioning in the immediate

bereavement period. For example, if the patient died with pain and was not

comfortable, family members had vivid and painful memories of their relative's dying

and death. One family member had panic attacks in the bereavement period and was
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taking anti-anxiety medications to help calm her.

Previous research by Kristjanson (1983) validated the importance of family

members' perceptions of the patient's death. According to Kristjanson (i983) families

perceptions of the dying experience were influenced by several factors and included

the nature of the patient's death (ie. peaceful versus disruptive), the timing of the

patient's death, the death scene, and the family's awareness of the patient's death.

Families in Krisdanson's (1983) study revealed that a peaceful death was influenced

by their perceptions of the patient's suffering, the speed of the patient's death, and the

maintenance of the patient's dignity.

Inconsistencies In The Care Milieu: Perceptions Of Famil), Members And Nurses

Significance Of The Findings

Inconsistencies in the perceptions of the care milieu between the family

members and the nursing staff were identified in this study. This caused family

members distress during their relatives' dying and in the bereavement period. Nurses

inability to accurately assess family members' needs during the terminal care

experience influenced the informants' perceptions and assessments of the careldying

milieu and bereavement period.

The Literature And The Findings

In this study, family members did not agree with the nursing staff that they

were informed of their relatives' physical deterioration. The theme that captured this

inconsistency was catled "deterioration in the patient's physical condition" and

included the following categories: failure to inform family members of the patient's
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approaching death, and failure to inform family members of the patient's symptoms.

Some family members stated that they were unprepared for the symptoms they

observed during their relatives' dying. Informants wanted specific information

regarding symptoms the may have expected during their relatives' dying. For

example, they wanted information regarding mottling, cyanosis, and shortness of

breath. Since family members did not understand the signs of approaching death, they

were caught off guard and surprised when their relatives died.

Family members made certain decisions based upon the information they did

or did not receive from staff. Some informants would have spent more time with their

dying relative if they had known death was so near. This caused family members to

feel regret and guilt in the bereavement period.

The literature suggests possible explanations for this inconsistency in

perceptions of the care milieu. Glaser and Strauss (1965) and Martocchio (1982)

identif,red the importance of defining the terminal care situation that may influence

individuals' behaviours. It is within the boundaries of these awareness contexts that

people interact and respond to one another.

Possibly, family members were unable to process the information relayed to

them by staff members because they had not defined the terminal care situation as

terminal. The nurses and family members varied in their awareness contexts of the

terminal situation. They may have also redefined the awareness contexts at different

times during patients' illness trajectories. For example, Mrs. Ashley did not expect

that her husband would die so quickly. Therefore, Mrs. Ashley was not prepared for
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her husband's death. The dying trajectory perceived by Mrs. Ashley was incongruent

with the dying trajectory that actually occurred and reported by the nursing team.

Another inconsistency between family members' and nurses' perceptions of the

careldying milieu was discovered in this study. The theme that captured this

incongruency was called "recognizing and managing patients' symptoms." The

categories that were representative of this theme were: pain management, and

respiratory distress.

One family member believed that his wife experienced a significant amount of

physical pain during her dying. The nurses caring for this client assessed and

documented that the patient's pain was well managed. Another informant commented

that his wife had experienced moderate to severe respiratory distress during her

dying. Again, nurses assessed that the patient's dyspnea was well managed.

The importance of managing patients' physical symptoms was previously

explored in this chapter. Family members in this study were disturbed by their

relatives' suffering. Informants' memories of the care experience were partly

influenced by their perceptions of their relatives' suffering during their dying. Family

members who witnessed their relatives' pain and respiratory distress continued to have

distressing memories of their relatives' dying at the time of their interviews. These

findings support previous research by Battenfîeld (1984), Kleinman (1988), Gregory

and r,ongman (1992), Gregory Q994), and Gregory and Engtish (1994). According to

these researchers family members are empathic witnesses to the suffering of a loved

one and also suffer themselves. Cameron and Parkes's (1983) research on the
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evaluation of terminal care of surviving family members of cancer patients also

suppofts the findings of this study. According to Cameron and Parkes (1983) relatives

of patients who have suffered severe, unrelieved pain before death, are left with

intense feelings of distress which disturb their sleep and impair grieving.

Symptom control during the cancer illness trajectory still represents a

challenge for clinicians. Symptoms such as pain and dyspnea are diff,rcult to manage

during the care of the dying patient (Fainsinger, Miller, & Bruera, 1991). Terminally

ill patients' physical symptoms may also increase during the last few days of life

(McKegney, Bailey, & Yates, 1981). Therefore, it is important for health care

professionals working with terminally ill clients to have the knowledge and expertise

to accurately assess and treat patients' physical symptoms promptly and efficiently.

The "Death Surround"

The term "death surround" was coined by Rando (1984). According to Rando

(1984) family members' grief may be determined by a unique combination of

psychological, social, and physiological factors. Research by Rando (1984), Steele

(1990), and Yancey et al. (1990) has been undertaken to investigate the concept

"death surround" as a predictor of grief responses in families of cancer patients. The

death surround is the immediate circumstances of the death and include: location of

death, type of death, reason for death, and degree of preparation for death. Results

from these studies indicate inconsistent findings related to the significance of these

factors. According to Krisdanson and Sloan (1991) the components of the care/dying

milieu (for example, caregiving interventions and care) may be important to delineate
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and may explain more in terms of bereavement outcomes than the concept of death

surround.

In this study, various components of the careldying milieu were perceived as

important by family members and influenced their perceptions of the care experience.

The components of the care milieu that influenced family members' assessment and

perceptions of the care experience included: family-centred behaviours and care, and

staff-centred behaviours and care. Participants had vivid recollections of the death

scene at the time of their interviews.

Family and staff initiated behaviours and care were equally important in the

participants' perceptions of the care milieu. However, the importance that family

members attached to various events, behaviours, and care varied. For example, it was

crucial for some participants to witness the cancer patients' deaths. This strongly

influenced informants' perceptions of the careldying milieu. A majority of family

members stated that they would have been traumatized and guilt ridden if they had

missed being with their relatives when they had died. Likewise, the external

environment of the palliative care unit was also identified as important to family

members during their relatives' dying. However, the significance of the environment

and witnessing the patients' deaths on family members' assessment of the dying

experience was incongruous. Witnessing the patients' deaths strongly influenced

participants' perceptions of the death experience. 'Whereas, the environment of the

palliative care unit did not appear to have a signihcant impact on the informants'

overall perceptions and memories of the careldying milieu.
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Family members' interviews and case studies suggested that certain "critical"

behaviours and events strongly influenced their assessments of the dying experience.

Informants' judgements regarding the care/dying milieu depended on how many of the

following events and behaviours had occurred:

1. Family members were present during the dying of the patient. Most family

members wanted and needed to be with their dying relatives. Failure to be present

caused informants considerable distress in the bereavement period.

2. Family members were able to witness the actual death of the patient. Many

informants conveyed that is was crucial to them to be present when their relative died.

3. The patient was not restless, dyspneic, and not in any physical pain. This

allowed family members to maintain a quiet and unobtrusive presence at the patient's

bedside. Family members then focused their energy on "being there" for the patient.

4. The nurse monitored the patient's condition on a regular basis and reported

significant information to family members. This information prepared the participants

for the eventual death of the patient.

5. The family members were aware, prepared, and accepted that the patient's

de¿th was imminent. This allowed for open communication among family members,

staff, and patients or between family members.

6. Staff encouraged (when appropriate) family members to provide care to their

dying relatives.

7. Staff showed a personal interest in the patient and family members.

8. Staff acknowledged the patient's personhood and maintained the respect and
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dignity of the patient during and after the death.

In summary, this study identified significant components of the careldying

milieu important to family members. Family and staff initiated behaviours and care

influenced family members' perceptions of the care experience during their relatives'

dying. Timing and preparation for the patient's death also influenced family members'

perceptions of the death experience. The extent to which the dying trajectory that

family members expected matched that which actually occurred influenced their

perceptions of the care/dying milieu.

Methodological Observations

Recruitment Issues

Difficulties and Hardships

The data collection phase of this project took eight months. It was difficult to

recruit potential informants for this study for a variety of reasons. First, given the

sensitive nature of the thesis topic, many potential informants refused to participate.

These individuals felt unable to share their private thoughts and feelings with someone

else. They also stated that they felt emotionally exhausted and too vulnerable to share

their experiences. Six potential informants refused to take part in this thesis work.

The second difficulty in recruiting potential subjects was related to the time

which elapsed between the patient's death and the family member(s)' interview.

Individuals who declined to participate in this study stated that they felt that it was too

soon to share their feelings with another person, but stated they would like to share

their experiences at a later data. Other participants, however, stated that they were
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unable to remember certain events one month after the patient's death. I recruited

potential informants one to three months after the patient's death. This decision was

based on the guidance and recommendations of experts in this f,teld.

I tried to recruit informants for this study by telephone. The best approach to

recruit potential participants for this type of study may be to meet with them in person

to explain the study. This meeting may take place at a location and time that is

convenient to both parties. This approach may reduce potential participants' anxiety

and concern.

Based on the conversations with informants, the timing of the interviews was

appropriate. Many of the individuals interviewed stated that they felt comfortable

talking about and sharing their experiences at one to three months after the patient's

death. Consistent with the ethnographic approach, family members were encouraged

to articulate their own unique perceptions of the care/dying milieu. However, one

participant stated it was emotionally diffìcult for her after being interviewed and felt

she "re-lived" the experience. Perhaps family members who declined to be

interviewed had many confounding problems affecting their ability to share their

experiences one to three months after the patient's death. Therefore, it would have

been ethically inappropriate to interview these individuals.

The Researcher's Perceptions

For a number of reasons, it was emotionally difficult for me to recruit

potential participants for this study. First, it was difficult to establish a rapport with

an anonymous voice on the telephone. Potential informants were cautious during the
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initial phase of the conversation. They did not know who I was or what I wanted

from them. They were also vulnerable at the time and stated that they had received

many telephones calls from people trying to sell them burial plots.

During the telephone conversation, I offered condolences to the family

member. Often, this caused the individual to cry and converse about his/her recent

loss. This telephone conversation was on average two hours long. It was helpful to

discuss these issues with my thesis advisor. This debriefing allowed me to share my

thoughts and feelings with another empathic individual.

Difficulties Obtaining the Family's Perspective

The original intent of this study was to describe families' perceptions of the

careldying milieu. I attempted to recruit all family members present during the

relative's last24 hours of life. The recruitment protocol was designed to obtain a

family's perspective of the care milieu. For a variety of reasons this was not possible.

Informants felt other relatives would not be interested in participating in the

study. Consequently, participants stated that they did not wish to invite other family

members to the interview. A second difficulty encountered was related to place of

residency. Often, other potential participants lived out of town or other provinces.

These individuals had already returned home at the time of the scheduled interview.

The third factor influencing recruitment was related to work schedules and family

responsibilities. Participants stated that other family members were busy working and

raising children. They did not have enough time to come to an interview.



295

Difficulties Determining Unit of Analysis

The literature suggests that there are many confusions and errors regarding the

conceptualization of the family unit in research studies (Kristjanson, 1992). These

concerns were considered and addressed when determining the unit of analysis for this

study.

Publications by Fisher (1982) and Fisher, Kokes, Ransom, Phillips and Rudd

(1985) report were helpful in determining the unit of analysis for this thesis. These

authors made a distinction between family research and family related research.

Family related research involves collecting data from two or more family members

regarding certain family constructs. The scores from the family members are

combined. The analysis results in a descriptive level statement regarding the sum or

average of individuals' perceptions of family events, or attributes (Fisher, 1982).

Family research does not measure independent elements because of the level of

complexity of interactions and the difficulty in separating "elements" from "relations. "

Family members are interrelated, each is at some level defined by the other.

Individuals' actions and behaviours are so inter¡elated that causes and effects can be

isolated only out of context. Data collection of this type requires naturalistic

observation and prolonged contingent, structured interactions. The type of inquiry

(family related research or family research) refers to the perspective of observation

and the type of meaning the researcher wishes to derive from the data (Fisher, 1982).

In this research project, six interviews were conducted with one individual

family member. This individual level data reflected only the particular respondent's
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view of the careldying milieu and was not characteristic of the family unit (Fisher,

1985). Two or more family members were present for the remaining four interviews.

One interview involved three family members, and the remaining three interviews

consisted of two family members. Key family members, (such as wives and husbands)

who were present during their relatives' dying did not partake in the interviews.

Furthermore, only one participant agreed to be re-interviewed. All other participants

declined further contact. Therefore, these remaining four interviews captured family

members' perceptions of the care milieu and reflected family related research.

Although I was unable to capture the family's perspective of the care/dying

milieu, there was considerable variability in the data and the quality of the exchanges

obtained from individual and multiple informants. During the interviews involving

two or more informants, the participants validated and clarified each other's

perceptions of the experience. Family members also offered emotional support to each

other during the interviews. For example, if one family member started to cry during

the interview, another participant would continue on with the conversation and answer

the questions. Interviews with two or more individuals were qualitatively different

from singie informant interviews. The variety in the perceptions of the careldying

milieu provided a more complex picture of the care experience.

In summary, it was not possible to secure families' perceptions of the care

experience. The responses of family members were combined to determine family

members' perceptions of the care/dying milieu. This provides a descriptive analysis of

the combined data derived from family members. The thick and textured data was
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obtained from the family in so far as they refer to a quality of family members'

perceptions of the care/dying milieu.

Relationship of The Findings To The Theoretical Framework

Symbolic interactionism (SI) was chosen as the theoretical framework to guide

this thesis project. The goal of SI is to explain how human beings def,rne and interpret

events or reality and how they act in relation to their interpretations. The meanings

that a person attaches to a particular situation will influence his/her behaviours

(Blumer, L969). SI theorists are concerned with understanding human behaviour. The

behaviour is best understood within the context of social interaction with others.

Through an interpretative process, individuals develop meanings and perceptions of

various aspects of reality which in turn influence one's behaviour (Gilsinan, t973).

The premises of SI theory guided the methodology and questions generated to

guide this thesis project. It was important to understand the perceptions of the

careldying milieu from family members' perspectives. It was meaningful to

understand and interpret the participants perceptions of care within the context that it

occurred. Therefore, the theoretical underpinnings of SI theory were useful to

understand and make sense of the data.

One criticism of SI theory is that it did not adequately provide the researcher

with an understanding of group behaviours. The theory lacks explanations as to why

two or more family members may respond in a certain way in a given situation. The

theory is more geared towards understanding an individual's perception of reality and

events. Therefore, another theoretical perspective which offers explanations for group
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behaviours in combination with SI may have been useful.

Implications and Recommendations For Nursing Practice, Education, and Research

Recommendations For Nursing Practice

The following are recommendations for nursing practice.

1. Health care workers must accurately assess components of the careldying

milieu important to family members.

2. Heålth care providers may facilitate a positive death experience for family

members by: maintaining the patient's personhood, managing the patient's symptoms,

explaining the rationale for the performance or omission of care activities, respecting

the caregiver's role, communicating information, showing a personal interest in the

patient and family, and informing family members of the patient's approaching death.

3. Nursing staff meet with family members to determine family members'

expectations, concerns, fears, and needs during their relatives' dying and death. This

information would be clearly written on the patients' charts and care pians. The

information would be updated as the circumstances warant. Ideally, this conference

would take place during the early phase of the patients' admissions.

4. There is consistency in the assignment of nursing and support staff to patients.

5. The focus of nursing care is geared towards patients and their families.

Performance appraisal may be used to document nurses and support staff's ability to

meet the patient and family's needs.

6. Unit managers foster an environment in which nursing and support staff may

meet the needs of patients and families. This may be accomplished through: (a)
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appropriate staffing ratios (b) continuity of patient assignments (c) encouraging and

supporting staff to attend ongoing educational opportunities, and (d) being positive

role models.

7. Heålth care workers providing care to terminally ill patients must have the

knowledge and expertise to effectively control patients' symptoms such as respiratory

distress and pain.

Recommendations for Nursing Education

Based on the findings of this study, the following recommendations are made:

1. Care of dying patients and their families be a structured component of the

nursing curricula. This would also include a clinical component. For example, at the

senior level, nursing students in the undergraduate nursing program are required to

take a palliative care course which includes a clinical component.

2. Nursing and support staff are aware of communication techniques that facilitate

positive interactions with family members of dying patients.

3. Educators encourage and support nursing and support staffs' meaningful

interactions and care of the dying and their families.

4. Heålth care workers be encouraged to sha¡e their feeling and experiences with

patients and their families.

5. Educators expose students to expert nurses caring for dying patients and their

families in the clinical setting.

Recommendations for Nursing Research

The following are the recommendations for nursing research:
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1. A prospective longitudinal study to determine family members' perceptions of

important components of the careldying milieu over time. This would determine if

participants perceptions of the experience change with the passing of time and what if

anything contributed to these changes.

2. That further research is needed to determine the outcomes of staff-centred

behaviours and ca¡e on bereaved family members.

3. That further research is needed to determine family perceptions of the

care/dying milieu and models of palliative care on other speciality areas (for example,

surgical, medical, or intensive care units).

4. Further research is required to determine by observation, if staff-centred

behaviours and care (positive and negative) identified in this study are practiced.

Reflection and Reflexivity

It is hard to believe that this research project is now complete. As a

researcher, I have grown, matured, and learned f¡om this experience. I believe that

the participants have touched my life in a very special way. I have a better

understanding of what individuals experience when a family member dies of cancer,

and the pains and sorrows that may accompany this experience.

This type of study requires the researcher to be sympathetic, empathic,

sensitive, and mature. If family members do not "connect" with the researcher in a

bereavement study, I believe they most likely will not open up and share their

experiences. This will impact on the type and quality of the data obtained from the

interviews. Individuals who wish to partake in this type of research must be
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emotionally healthy and realize that this type of inquiry takes considerable time,

patience, and perseverance.

In previous sections of this chapter I have made recommendations for further

research in this area. I explained what worked and what did not work for me in this

project. I hope my recommendations will be useful to those individuals who are

inclined to pursue research in this area. I also encourage individuals interested in

cancer nursing research and bereavement studies to follow their inclinations and

pursue their interests, it is well worth the effort!

Summary

The purpose of chapter six was to discuss the findings of this research project

in relation to: (a) the linkage of the study with related literature; (b) the positive and

negative outcomes of the methodology; (c) the appropriateness of the theoretical

framework in guiding the study; (d) the implications and recommendations for nursing

practice, education, and research; and (e) the reflections, thoughts and feelings of the

researcher regarding this study.

The informants in this study shared their perceptions of the careldying milieu

one to three months after the deaths of their relatives to cancer. It was evident that the

participants engaged in a variety of family and staff-centred behaviours and care

during this time frame. These individuals were able to identify behaviours and care

that were helpful and unhelpful to them during their relatives' dying. It is hoped that

this information will be useful to individuals working in the clinicai area caring for

cancer patients and their families.
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DEATH ENDS A LIFE, BUT NOT A RELATIONSHIP

Sandra. L. Bertman (1991)
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Hello Mr.

ApPendix A

Initial Telephone Conversation
to Recruit FamilY Members

or Mrs. my name is l,orraine Avery. I
understand that the liaison nurse (give name) from Hospital has

approached you about the possibility of participating in a study that I am currently

doing for my master's of nursing degree'

I would like to extend my sincere condolences to you on the recent loss of your (state

relationship). I was wonãering if I could have five minutes of your time to introduce

myself and discuss this study with you?

Uf the family member states they are not interested in participating in the study I will

itt-t them for their time and wish them well. If they consent to continue the

telephone conversation]: I am a registered nurse and I am completing my master's of

nutiing degree this year at the Faculty of Nursing, University of Manitoba. Cancer

nursing is my area of interest and research. I am very interested in talking to you

about ihe recent loss of your loved one, and in listening to your perspectives about the

care received during the last 24 hours of (state exact relationship) life at

#î:1fl Jil'fi"å: :'ïi Ji IJii ï'i'ï,i'äiT'i iå,
of families in the future during this difficult time.

[If the family member is interested in talking with me about his or her experiences, I
will ask him or her if they have any other family members, who meet the inclusion

criteria of the study, who may like to share their experiences with me. If the family

member verbalizes that other family members may be interested, I will statel: If
possible, I am very interested in talking to you and your other family members as a

group. Would thii be possible? [family member may say that they have to see or they

ñave to contact the other family members before they agree. I will ask the family

member if he or she would like me to telephone the other family members and

explain why I would like to talk to them or whether he or she would like to call the

family member(s) himself/herselfl .

[At this time if the family member decides to personally contact the other relatives I
*itt ruy the followingl: I will phone you in three days to see if it is possible to meet

with yóu and your other family members as a group. At this time we can arrange for

a convenient time for you, and possibly, your other family members to meet with me.

[If the famity member decides that he or she would like me to conÍact the other

iamily r"mú"tr I will say the followingl: I will contact your family members and

explain why I would like to talk to them, and I will call you back in three days to
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arange a time ald a place for you, and possibly, your other family members to meet

with me.

[If the family member does not have any other family members, and he or she agrees

to participate in the study, I will make an appointment to interview them during this
initial telephone conversationl.

Thank you very much for taking the time in helping me with this project. If you have

any questions you would like to ask me please feel free to call me at

Goodbye.
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Appendix B
The Dying Trajectory: Families perceptions
of Care during the Terminal Cancer Patients

I-ast 24 Hours of Life

CONSENT

agree to participate in the study, "The dying trajectory:
Families perceptions of care during the terminal cancer patients last 24 hours of life".
The purpose of this study is to describe families' perceptions of the care received to
terminally ill patients during the last 24 hours of life, and to gain an understanding of
those factors that are perceived as helpful or unhelpful to families during this time. I
am being invited to participate in this study because I have had a family member die
of cancer at Hospital, Palliative Care Unit.

The results of the study may be helpful to health professionals caring for terminally ill
patients and their families because it may provide valuable information about how
they might improve the care they give.

The study is being conducted by Lorraine Avery, a mastet's student in the Faculty of
Nursing, University of Manitoba. Lor¡aine Avery has received ethical approval from
the Ethics Committee, Faculty of Nursing, University of Manitoba, and access

approval from Hospital.

My participation involves being interviewed and tape-recorded about my experiences
and will take approximately one hour to complete. Lorraine Avery will also make
field notes about the interview once she leaves my home. I understand that my
participation is voluntary and that I may withdraw from the study at any time by
simply telling Lorraine Avery. I understand that my decision to participate or not
participate in the study will in no way affect my relationships with the staff, or care

received from staff members at Hospital during the
present time or in the future.

The information I provide will be confidential because my name will not appear on

any transcripts, reports, conferences, or publications. Only I-orraine Avery's thesis

committee will have access to my interview data once it has been transcribed any my
name will not appear on the transcripts or other data.

Findings from the research may be published; but again the publication will not
include my name or provide any information that may identify me.

The study offers no direct benefits to me. It will, however, provide me with an

opportunity to share my experiences and this may be of benefit. Answering some
questions may evoke sad feelings or unpleasant memories. I understand that I will
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receive answers to any questions about the study at any time.

I-orraineAverycanbereachedat:-.LorraineAvery'sadvisorisProfessor
David Gregory and he can be reached at _, Faculty of Nursing, University of
Manitoba.

The following are the names of additional thesis members who will be supervising
this research project:

1. Dr. Linda Kristjanson, Faculty of Nursing, University of Manitoba.

2. Dr. Harvey Chochinov, Faculty of Medicine, University of Manitoba.

3. Dr. John Matthiasson, Faculty of Arts, University of Manitoba.

Signature

Date

I would like a summary report of the findings:

Yes No

Please mail the summary of my findings to:

Name:

Address:
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Appendix C

Interview Guide

1. Can you describe your family to me so that we can talk about (probes: how

many children in the family, ages, place of residence).

2. Could you tell me about (name of relative) illness and care (probes: time of

diagnosis until death, who looked after him/ her prior to being admitted to the

palliative care program).

3. I would like to ask you some questions about the last day of (name of relative)

life at the palliative care unit. Can you tell me about the last day of (name of relative)

life at Hospital þrobes: who was present and how long, was

the patient comfortable, thoughts and feelings during this time, care received by

patient and family during and after the death of the patient).

4. Can you describe any activities or care that the staff at

Hospital provided during (name of relative) last day of life, and after his/her death

that you thought were helpful to (name of patient) and to your family. (Probes:

nursing interventions, being available to answer questions, symptom management.)

5. Can you describe any activities or care that the staff at

Hospital provided during (name of relative) last day of

life, and after his/her death that you thought were not very helpful to (name of

patient) and to your family.

6. Is there anything else you would like to talk about that I have not covered

(probe: anything you can think of that will improve care to families during this time

and in the bereavement period).
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Appendix D

Script For the Liaison Nurse

Lorraine Avery, a master's of nursing student in the Faculty of Nursing, University
of Manitoba ii interested in talking to family members, such as yourself, about your

thoughts and experiences regarding the recent death of your loved one as part of her

thesii work. Wóuld you be interested in talking to her? If the family member says

"yes" then the liaison nurse will ask the family member's permission !o qiu: I-orraine

euery his or her telephone number. If the family member says "no" the.liaison nurse

will ihank him/her for considering the request and not pursue the invitation any

further.
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