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ABSTRACT

This thesis 1is a descriptive study which addresses the
general research question: How do families perceive their
involvement in terminal care decisions? The study involved
in-depth interviews of families who had experienced the
death of a family member within the past year. Interviews
and field notes were analyzed using a method of content
analysis called constant comparative analysis. Six catego-
ries were identified that described the families' percep-
tions of their participation in the terminal care experi-
ence, These were:

1. The control over decisions defined by who had the ma-
jority of decision control and the setting within
which this decision making occurred,

2. The information used as a basis for terminal care de-
cisions.

3. The meaning of the situation based upon the families'
interpretation of information and experience.

4. Patterns and characteristics of family interactions
related to terminal care decisions.

5. The events, experiences, and decisions involved with

planning for the person's death.

- iy -



6. The effects of the terminal care process on survi-
vors. The effects were in response to two properties:
(a) the congruence families experienced between the
preferred decision control and the actual decision
control in the care experience, and (b) the loss of

the family member.
The study describes and defines these six categories us-
ing excerpts from the interviews and field notes to illus-
trate the analysis. 1Implications for changes in health care

deliverly and suggestions for future research are discussed.



ACKNOWLEDGEMENTS

The researcher is indebted to her advisor, Professor Les-
ley Degner, who facilitated a stimulating learning experi-
ence and an excitement for nursing research. The contribu-
tions of Professor Patricia Farrell are appreciated,
especially for her assistance in the conceptual phase of the
research. The author also extends thanks to Professor Elea-
nor Adaskin for generously sharing her theoretical and clin-
ical knowledge of families and interviewing techniques. 1In
the early stages of the research plan the enthusiasm and
guidance of Dr. Helen Glass were very helpful. Her input is
warmly appreciated.

The study could not have been conducted without the as-
sistance of Dr. Paul Henteleff and Mrs. Ann Charles at St.
Boniface General Hospital. The investigator would also like
to thank the Manitoba Health Research Council for their gen-
erous financial support.

The researcher would especially like to acknowledge the
participants in this study. These families willingly shared
experiences that were personal and often stressful. It was
their interest in facilitating knowledge in the area of ter-
minal care that made the research possible. Therefore, the

study is dedicated to these people.

- vi -



TABLE OF CONTENTS

ABSTRACT ] . . @ . ° ® L] L ° L3 ° L] ° ° ° ° ° L] ° ° ° ° L] iv

ACKNOWLEDGEMENTS * a L) ® o o . o L L o L] L] L] . L2 L) L2 . o V i

Chapter pbage
I e I NTRODUCTI ON £ ) L] L] -3 o L3 o L] o *® e L @ . e @ L] [ l

Statement of the Problem . . . + « ¢« ¢« & o« o« « 1
I1. REVIEW OF LITERATURE . . & o « o o s o o o o o o o 9

Introduction . o o« ¢« ¢ ¢ 4 6 o o o
Terminal Care Decisions . . . . . o
Power and Control in Decision Making
Defining the Terminal Care Situation
Patterns of Dying . . . .
Family Dynamics . . o o
Health of Family Members
Health as Energy Use . ,
Conclusion . . & « o o &

e @ ® © e e e o o
e ¢ © e @ e @ @ ®
s @ © ®©® ® o € o o
* o e © 6 & & @ e

e © @ o o © © e o
'._l
~J

® ® 6 o e
e ©o e o
? @ e @
e @ e o
e e o e
e o6 © @ e

I I I L] RESEARCH DESIGN -] @ L] ° L] ° e ] * o L] L] L] L L4 o L 29

Introduction . . . .

Subjects . . . . . e o s o s s s o s o o o « 30
Target Populatlon o o s s s s s o & o o o o 30
The Sample . . o & o o o« o o o « s « o ¢ & o 31

Data Collection Technique . « +« o s & o« o o o - 34

Data Analysis Technique e s e s o & o & o o o 36

Validity and Reliability . . . . . . . . . . . 39

Protection of Rights of Subjects . . . . . . . 42

Limitations of the Study . . . o ¢« « ¢« o & o o 43

SUMMATLY &« o o o s s o o s o o o s o o o o s o o 44

Iv, THE FINDINGS - DECISION CONTROL . . & &« « o » o - 45

Introduction . . . s o o s o s o s o o o o 45

Medically Controlled Dec151ons e s o s o o o o 46

Family Controlled Decisions . . o« o o » o o o« o+ 52

Nursing Controlled Decisions . .« ¢« ¢ o« « o » o 60

Power and Authority . + o« « s o o s o s s o o o 62

SUMMABTLY « o o o o « o s o o o o s o o o o o o o 11

- vii -



v. THE FINDINGS - INFORMATION AND MEANING OF THE
SITUATION L] L] . L] . L L] L] . . - . . L d . . . 72

Introduction . . . . . . . . .
Sources of Information . . . .
Quantity of Information . . . .
Control and Access to Informatio
The "Forms"of Information . . .
Summary . . . . . o o e
The Meaning of the Sltuatlon .
Definitions of Health and Illne
Reactions to Facts and Events
Identification of the Situation as
Terminal . & & v & & v 4 & o 4+ o s o . 92
HOPE o ¢ v v v 6 v v o s o o o o o s & o« o« o+ 95
SUMMALY « & & & o o o o o o o o s s o o« « « o 100

n

* ® e o o s o

S

s o ® 8 o e o o o
* e & e * & o e o
* s o o o e o e o
*« & & @ e e e s @

® & e & o e o e e
[0}
w

S

VI. THE FINDINGS - PATTERNS AND CHARACTERISTICS OF

FAMILY INTERACTION . . & & 4 ¢ o« « o o« « o 102
Introduction . . « & ¢ 4 4 v 4 v e e . . . . 102
Patterns . ¢ o ¢ ¢ ¢« ¢ ¢ ¢ ¢ 4 4+ e s o+ « « . 103
One-Person Decision Making Pattern . . . . 103
Joint Decision Making Pattern . . . . . . 105

Mysterious/Unknown Decision Making
Patterns . . . . +« + ¢« « « +« « + . . 107
Characteristics . . . o e s e+ s s s . . 110
Decision Making Confllct e o e e e s s e . 110
Interactions of Indecision . . . . . . . . 112
Fortuitous Decision Maklng D Y
Planned/Organized Decision Making . . . . 115
SUMMATLY o« & ¢ o v o o o o o o o o o « o » « o« 117
VII. THE FINDINGS - PLANNING FOR DEATH . . . . . . . 119
Introduction . . . . . S B
Peaceful versus Dlsruptlve Death . . . . . . 120
TIMING & & v & 4 & ¢« o o o« o o o o o« & « « « 126
Death Scene . . . . ¢« v o v & o o o s o & o o 127
The "Where to Die" Decision . . . . . . . . - 131
Awareness of Impending Death . . . . . . . . 133
Death~Related Decisions . .+ « « « & &« « . « o 137
SUMMALY « o ¢ o o o o o o o o o o o« o o « « o 142

VIII. THE FINDINGS - EFFECTS OF THE TERMINAL CARE
PROCESS ON SURVIVORS . . &+ & « &« o« &« « « o 144

Introduction . . . . o s s s e s e s e o o 144
Actual and Preferred Dec151on Control -
Effects of Congruence . . . R 7
Effects of Patient/Family- Provider
Incongruence . . . . e o o o s+ o o 145

Effects of Patient-Family Incongruence . . 149

- viii -



Effects of Patient/Family-Provider
Congruence . . . . ¢ e e e
Effects of Family- Patlent Congruence
Effects of the Loss of a Family Member
SUMMArY « » ¢ o o o s s s 2 s s o o o o

e o e e

IX. DISCUSSION AND RECOMMENDATIONS . . . « - . &

Introduction . . « « o & o o

Decision Control . . & ¢ o o ¢« o & o o &
Information . . . o s e s s s s s
The Meaning of the Sltuatlon e s e e s s
Patterns and Characteristics of Family
Interaction « « o o « o o o o o s
Planning for Death . . . . « « ¢« & « & .

Effects of the Terminal Care Process on
Survivors . . . . e o o o o

Implications for Health Care Dellvery o o

Recommendations for Further Research . .

Appendix

A, TABLE 1 - TIME OF INTERVIEW AFTER DEATH . .
B. TABLE 2 - FAMILY - AGE AND SEX DISTRIBUTION
c. TABLE 3 - ETHNIC BACKGROUND . . . « & & o o
D. TABLE 4 - RELIGIQUS AFFILIATIONS . . . .« . &
E. INTERVIEW GUIDE . . o« ¢« o o o o o o o o o o
F. CONSENT FORM . o o o ¢ o s o o o o o o o o =

REF ERENCES ° a ® ® ° ° ° o ° e L] e ® L] a e ° e ® .

s ix £

e o e e

e © e @

+ @ e @

151
154
155
160
l6l
161
162
166
169

177
180

182

188
190

page
192

193
194
195
196
198

199



Chapter I

INTRODUCTION

1.1 STATEMENT OF THE PROBLEM

There is a growing assumption in the recent literature
that dying patients and their families should be involved in
decisions about terminal care (Gottheil, 1976; Vertinsky,
Thompson, & Uyeno, 1974). This assumption arises from the
conflicting results of several studies of consumer partici-
pation in health care decisions. The twofold belief, that
all individuals and families wish to participate to the same
extent in terminal care decisions, and that more participa-
tion will necessarily lead to improved health care outcomes,
may not be warranted. WThis study questions the underlying
assumption that all families should participate to the same
extent in health-illness decisions and that more participa-
tion leads to better health for family members.

A more conservative assumption is that the degree to
which the families wish to participate may vary. The aim of
this study then, is to examine families' perceptions of (a)
their desired and actual participation in terminal care de-
qigions, and (b) the degree of congruence between these two

variables.
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Decision making has been studied in many fields other
than health care. The application of the general decision
making literature to terminal 1illness situations presents
difficulties. The assumptions that arise in other fields of
decision theory, such as rationality, authority and freedom
to make decisions, do not necessarily exist in health-ill-
ness situations. For example, Curtin (1979) and Donabedian
(1973) suggested that structural components of the health
care system may affect the decision making process. In
life-death decisions, families and patients often lack the
information to make rational decisions and may not feel they
have the authority to participate in decisions. As Freidson
(1961) noted, the physician in North American culture has
been seen as an awesome and powerful figure, with the result
that patients have often accepted less than' satisfactory
treatment. For example, Darling (1977) found that although
parents of children with Spina Bifida had numerous misgiv-
ings about their children's medical treatment, parents had
never complained to a doctor directly.

Many studies (Martocchio, 1982; Glaser & Strauss, 1965;
Bradley, 1978; Baldi, 1974; Bates, 1979) identified the pow-
er structure in the relationship between patients and health
care providers as significant to decision making. Murray
(1974) studied the decision making process related to psy-
chiatric treatment of inpatients and outpatients. Her find-

ings indicated that uneven power held by patients and hospi-
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tal staff was the most critical aspect affecting decision
making communication.

A number of researchers (Degner, Beaton & Glass, 1981;
Donovan, 1976; Glaser & Strauss, 1965) described the process
of decision making in terminal illness situations as suscep-
tible to communication problems. For example, symbols were
often used by health care providers to communicate care de-
cisions in terminal situations, Symbolic communication in-
volved the use of certain words, sentences or flashers to
communicate information related to life-death decision mak-
ing. The use of symbolic communication led to difficulties.
"Patients and families were excluded from understanding that
certain decisions had already been made about the care"
(Degner et al., 1981, p. 294). One of the most distressing
aspects of participation in life-death decision making for
family members was a lack of communication with health care
providers (Degner et al., 1981). It is recognized then, that
there are imbalances in power and authority between individ-
uals involved in terminal care decisions. This power imba-
lance is skewed in the direction of health care providers
and physicians in particular. The literature also indicates
that the stressful nature of terminal illness may interfere
with clear communication. Given these factors, how do fami-
lies communicate their preferences about terminal care deci-
sions? It has been observed that families vary in the extent

to which they actually participate in decisions related to
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the care of a terminally ill family member (Degner et al.,
1981; Sorenson, 1974; Martocchio, 1982). It appears that
there are different obstacles to families' participation,
However, no studies have described how families themselves
view their actual participation or their preferred partici-
pation in terminal care decisions. Before one can pursue the
assumption that family participation in decision making is
desirable, an understanding of the process as seen by fami-
lies is necessary.

The extent to which families prefer to participate in
terminal care decisions and the extent to which they actual-
ly participate in these decisions may vary in degree of con-
gruence. How families experience this degree of congruence,
or, if in fact they can articulate this variable has not
been explored. "Families do express frustration related to a
need for more information about terminal care events" (Beno-
liel, 1972, p. 199). Darling (1977) also described the anxi-
ety families identified from not knowing more about the ter-
minal care process. Families felt handicapped by the lack of
time given them to consider decisions in which they were in-
volved. It appears then, that elements within the terminal
care process and decisions related to this experience are
described as stressful. Stress has been described as an en-
ergy utilizing state (Selye, 1956). Decision making itself
requires energy use. It is reasoned then, that the stress

that may result from an incongruence between families' de-
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sired and actual participation 1in terminal care decisions
will involve energy expenditure.

As nurses, we are interested in the decision making pro-
cegg”ésyit affects energy expenditure and the health of fam-
ilies. Health is a process involving energy, that is con-
‘tinually evolving and changing with the developmental stages
and situational stresses of man (Bruhn, Cordova, Williams, &
Fuentes, 1977; Dunn, 1959; Archer & Fleshman, 1979; School
of Nursing, University of Manitoba, 1979). Therefore, pro-
cesses that involve energy use, as in the work of living,
will affect the health of the individual or group. There is
éubstantial literature to support the notion that the family
is involved in, and responds to an illness or deviation in
the health of one member as an interactional unit (Weakland,
1977; Bursten, 1965), There is an increasing awareness in
recent years that human disease, in addition to a pathology,
also has an ecology. The patient's emotional involvement in
the family system constitutes a major aspect of that ecology
which cannot be ignored (Meissner, 1966). It has also been
identified that family members may experience symptoms or
deviations from illness when someone in the family is ill.
These symptoms include both physiological and psychological
manifestations (Kreitman, 1964; Henker, 1964). There is some
evidence, most simply, that interaction can and does influ-
ence bodily functions (Weakland, 1977). There is knowledge

for example, that emotions often obviously and markedly af-
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fect such bodily functions as blood circulation and hormonal
secretion (Weakland, 1977). The question of more lasting and
profound bodily changes, such as are involved in disease, is
a more difficult one, but again, both lay and professional
observers - from Dunbar (1954) to Selye (1956), have been
seriously concerned with the significance of experience for
the gravest diseases. Herman (1955) believes that the fact
that emotional phenomena accompany or lead to physical phe-
nomena is undisputed. It is also well known that factors in
the psychological pattern or events in the life of the pa-
tient have great influence on the progress or amelioration
of the disease state.

These writings focus on the relationship between emotion
or stress amd bodily functions of the individual. Stress and
emotion all depend greatly on communication interaction
(Weakland, 1977). This may be only a difference of concep-
tion and phrasing, but the study of families must articulate
this component. Thus, there is, wusually under other names,
considerable and varied evidence that bodily functions can
be and are influenced by communicative interaction - one of
which might be decision making.

The health of families in the bereavement period has also
been described in terms of the physical and emotional symp-
tomatology of grief (Kutscher, 1973). The bereaved person
often expresses a multitude of symptoms, as Lindemann's

(1944) classic work on grief identified. Kubler-Ross (1969)
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and Glaser and Strauss (1965) refer to the fatigue experi-
enced by families having dealt with the death of a family
member. These writings indicated that there was a high per-
centage of somatic symptoms experienced by the surviving
family members.

A number of extensive studies have produced data which
indicate "a significantly higher morbidity rate among the
bereaved (particularly following the loss of a spouse and
especially in older age groups) and, more importantly even,
a higher rate of mortality during the first six months of
bereavement which gradually declines" (Kutscher, 1973, p.
15). Many writers describe the psychological symptoms ex-
pressed by these individuals. The feelings expressed includ-
ed guilt, grief and resentment (Kubler-Ross, 1969; Parkes,
1972; Clayton, 1969). The literature supports the notion
that the health of families who have experienced the death
of a member is affected. To what extent participation or
non-participation in decisions about the terminally ill fam-
ily member contributed to impairment of the health of sur-
viving family members has not been identified.

As health care providers, we cannot alleviate the stress
of family participation without an accurate description of
this experience as seen by families. Similarily, we cannot
determine the appropriate role of family participation in
terminal care decisions without such a description. The pur-

pose of this study is to explore the first part of this re-
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search problem through a systematic and accurate description

of the decision making process as seen by families.



Chapter II

REVIEW OF LITERATURE

2.1 INTRODUCTION

A review of the literature related to life-death decision
making resulted in the identification of several concepts.
The research was categorized into concepts that provided a
framework within which to view the literature. Studies re-
lated to terminal care decisions provided a perspective of
some of the issues related to the decision making process.
The notion of power and control over terminal care deci-
sions permitted an awareness of some of the structural fac-
tors that affect decision making. A third concept that
emerged was the definition or label of the terminal care
situation by those participating in the process. It was not-
ed that the definition of the situation was central to the
decision making process. The literature also described a set
of findings classified as patterns of dying, which identi-
fied the wvariation in duration and course of the terminal
process. The family dynamics in terminal care situations
was also affected by the experience of participating in care
and decisions. The general impact of terminal cancer on the
health of the family members emerged in the literature as a

significant component of the situation. The writings related
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to the health of families led to an exploration in the lit-
erature of definitions of health. The concept that surfaced
in this work was the notion of health as energy use, which
provided a theoretical wunderstanding of the energy wused in
the work of living with terminal illness. These seven con-
cepts provided the background within which the nature of

life-death decision making was described.

2.2 TERMINAL CARE DECISIONS

A review of the literature from 1970 to the present indi-
cates that research related to families' participation in
terminal care decisions is limited. The studies pursued in
nursing and health care have described the stressful nature
of decision making in terminal illness situations (Degner et
al., 1981; Kastenbaum, 1976). The work has not examined the
elements of the decision making process that were seen as
stressful by patients and families.

A study of interest was one done by Degner et al.(1981).
They utilized a grounded theory approach to study the impact
of participation in curative and palliative care; The re-
searchers found that participation in the care of 1life
threatened individuals was clearly stressful. The element of
accountability emerged in this work. It was found that all
groupgyinvolved in life~death decisionsmggit a degreeka_ac-
ncéﬁhtability for the decisions made. The notion of account-

ability in this study identifies a particularly significant
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consideration in the study of the impact of decisions on
families in terminal care situations. Even though decisions
may be made without family input, families may nonetheless
feel accountable for decisions made. This element is worthy
of further study.

The variation in degree of involvement in decisions by
families was evident in the literature. One study suggests
that many patients do prefer control over decision making
(Cassileth, Zupkis, Sutton- Smith, & March, 1980). However,
selection bias may have resulted in an overestimation of the
proportion of patients desiring control. Degner et al.(1981)
found that in many cases patients have no desire to partici-
pate in decisions about their treatment, and will steadfast-
ly refuse to do so even when the physician goes to great
lengths to lay out the options for them. Other patients ex-
pect to participate at least to some degree in decisions
about their treatment, and become frustrated if not allowed
to do so. The variation in reported preferences in partici-
pation in terminal care decisions leads one to ask what ef-
fects the frustration of not participating has on those who
would préféfﬁmo;ewinvolvemengf Also, for those who do not
wish to have control over decisions, how does pressure to be
involved affect them? o
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2.3 POWER AND CONTROL IN DECISION MAKING

In terminal care situations the interaction of a number
of individuals is usually the case. Those involved vary in
their degree of participation 1in decision making, willing-
ness to participate in decisions, ability and authority to
participate and beliefs about who participates (Glaser &
Strauss, 1968; Bradley, 1978; Bates, 1979; Degner et al.,
1981; Freidscn, 1961). The reasons for the variation in fam-
ilies' involvement in decfgidhs’have been postulated as be-
ihg partly related to structural 1limits in the situation,
such as differences in power and authority that exist be-
tween health care providers and families (Darling, 1977;
Martocchio, 1982). Deficits in information has also been de-
scribed as an underlying handicap to more active patient and
family participation in health-illness decisions (Donovan,
1976; Curtin, 1979).

Demographic factors such as age, social class and educa-
tion have been identified as significant to the degree of
involvement in  health care decisions permitted to families
by health care providers (Martocchio, 1982; Sudnow, 1967).
Ineffective communication processes have been described as a
kbéfriér'to participation in decision making by families, pa-
tients and health professionals (Donnelly, Mengel, & Sutter-
ley, 1980; Degner et al., 1981),

Much of the decision making literature in health-illness

situations focuses upon decisions made by physicians regard-
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ing the extent of active treatment to pursue and decisions
to resuscitate or not resuscitate a patient (Drane, 1975;
Denger, 1974; Weightman, 1977; Darling, 1977). The involve-
ment of physicians in decisions related to illness matters
brings legal authority to the situation. However, these de-
cisions are laden with ethical or value considerations.

One physician,  Henteleff (1978) wunderscores the point

that,ethidaikyg;ggghgqn‘§opetimes tend to conflict—in treat-

ment aécisions in the care of théuayihg. BaSically, the val-
ue placed on life calls for life-saving actions; the value
placed on human dignity calls for restraint of futile as-
saults on failing bodies. "Decisions are often based on
medical prognosis which is not a matter of virtual certain-
ty" (Walton & Fleming, 1980, p. 59). The physician, nurse,
family and patient all vary in religion, ethnicity, social
class, culture and knowledge. These factors contribute to
imbalances in decision making abilities and communication.
Informed consent is discussed in the literature as an im-
portant guideline for health care providers to use in termi-
nal care situations. Informed is understood to mean that the
patient has had a physician's interpretation of his condi-
tion, its risks, and the options for medical intervention
put in terms which he can use as a basis for his decisions.
The consent is important in law; the informing is important
in the patient's human development (Henteleff, 1978). Hen~-

teleff (1978) also believes.that the family, ideally, should
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be informed as well, in order for the patient to anticipate
thé effects of his choice.

Other authors (Flaherty, 1982; Benoliel, 1978) have ob-
served that physicians believe that they alone are ethically
and legally résponsible for the totality of the health and
illness care provided to patients; they fail to recognize
that the health care team includes patients and their fami-
lies, nurses and other health professionals. An imbalance in
power between health professionals and patients and families
is a reoccurring theme in the literature. The studies gener-
ally looked at who made decisions and considered structural
factors in this light. The dynamics of the process were not
explored.

Martocchio (1982) studied the social context of dying pa-
tients in hospitals and observed that in health-illness de-
cisions not all actors negotiated from equal positions of
strength, Generally, health care providers had greater
strength than patients and families in negotiations. She
found that the sources of power that provided stronger nego-
tiating positions included information, prior experience and
continuity and duration of interactions.

These structural and internal processes affecting the
health team, patient and families' decision making may re-
sult in differences between how individuals prefer‘”to ﬁar~
ticipate in decisions and how they actually participate, Anym

incongruence between desired participation and actual par-



15
ticipation may,be\frust;gting for families. There may also
-be other components of the decision making process that fam-
ilies experience as stressful. An understanding of these
components is important to health providers involved in such

decisions.

2.4 DEFINING THE TERMINAL CARE SITUATION

A third theme that arose in the literature was the pro-
cess involved in defining the situation as terminal. Glaser
and Strauss (1965) described types of awareness contexts of
those interacting in the situation. Awvareness contexts are
"what each interacting person knows of the patients's de-
fined status, along with his recognition of the other's
awareness of his own definition” (p. 10). It is the context
within which these people interact while taking cognizance
of it. Plainly, that context is complex, and it may change
over time, especially as the patient's condition worsens and
as explicit or implicit messages of his condition get

through to him. The types of awareness contexts described

included:
(a) closed awareness - the individual does not
recognize his impending death, (b) suspicion

awareness - involves a patient who does not know,
but only suspects with varying degrees of certain-
ty that the hospital personnel believe him to be
dying, (c) mutual pretense - exists when patient
and staff both know that the patient is dying but
pretend otherwise, when both agree to act as if he
were going to live, then a context of mutual pre-
tense exists, (d) open awareness - occurs whenever
both staff and patient know that he is dying, and
ackn?wledge it in their actions (Glaser & Strauss,
1968).



16
It is clear that individuals will vary in their awareness
contéxtswéf’a situation which will affect the decisions and
actions they take as a family. How is family consensus about
ihe definition of the situation achieved? The communication
and interactions of family members would appear to be cen-
tral to this defining process.

The significance of defining or labelling the terminal
care situation has also been identified by other researchers
as basic to the interactions of those involved. Martocchio
(1982) found that there was no well-defined place in time
when the person was initially labelled as dying by all in-
teractors. Crane (1975) found that physicians' definitions
of salvageable patients was affected by their judgments of
patient's ability to assume a social role. Darling (1977)
found vast differences between physician's and parents' def-
initions of the birth care of a child with spina bifida. Be-
noliel (1972) described the impact of a life threatening
disease in a child as catastrophic for parents. Kastenbaum
(1976) found four different personifications of death de-
scribed by 1individuals that reflected signficant variation
in the meaning of death. He also suggested that there was a
cultural definition of death that 1influenced the meaning of
the experience for people.

Weisman (1979) describes a range of definitions of a ter-
minal situation that cancer patients express. He acknowl-

edges that denial may be a phase of coping that defines the
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situation for patients and families. Weisman (1979) also
identified the phenomenon of middle knowledge, the mixture
between awareness, acceptance and denial, which means know-
ing and not knowing at the same time.

The complexities and dynamic component of defining the
patient as terminal are important to realize when one is
studying decisions made during this period. It 1is likely
that the interactors in a terminal care situation will de-
fine the context differently. Therefore, their communication
and involvement in decisions made within these contexts will

be effected.

2.5 PATTERNS OF DYING

The literature also describes different types or patterns
of dying. Martocchio (1982) used participant observation to
identify patterns, processes or qualities which typify the
situation of and surrounding dying persons. She identified
four patterns of living and dying. These were described as:

(1) Peaks and Valleys in the course of the ill-
ness, (2) Descending Plateaus that represented
general deterioration with periods of no change,
(3) Downward Slopes where the disease was progres-
sive and deteriorating, and (4) Gradual Slants
that reflected a more slowly moving, even descent
to poorer health (Martocchio, 1982, p. 69).

The differences in these patterns is significant to the
decision making process. Patients and families will have
different input into decisions if the disease is fast prog-

ressing, in comparison to a moreé gradual and expected de-

cline,.
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Glaser and Strauss (1968) also described the pattern of
dying in terms of dying trajectories. Dying trajectories oc-
cur over time: they have duration. Also, a trajectory has
shape: it can be graphed. These are perceived properties,
therefore dying trajectories are perceived courses of dying
rather than the actual courses.

The pattern or trajectory and the events within the
course must be understood then, in terms of how the process
is perceived by those involved. The element of time is de-
scribed in the literature as significant in defining, under-
standing and participating in terminal care decisions. Dar-
ling (1977) found that even when given truly informed
consent, families felt handicapped by the lack of time to
coﬁsider their decisions fully. Griffin (1975) identified
the importance of enough time for families to understand the
events in the terminal care situation 1in order to work
through their guilt and anger. Therefore, any study of dying
must take into account the fact that dying takes time (Glas-

er & Strauss, 1968).

2.6 FAMILY DYNAMICS

Another theme present in the literature was the percep-
tion of the family as an 1integral subsystem in the larger
societal order. Numerous writers in the fields of family
therapy, social work, nursing and more recently medicine are

acknowledging the significance of understanding the family
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dynamics as they relate to an illness episode. Richardson

wrote a book as early as 1948, Patients Have Families, ac-

knowledging the family as a unit of illness with patterns of
functioning, deviations in equilibrium, and a role in treat-
ment. There was emphasis on clinical data placed within a
general systems theory. He stated, "the doctor who treats
the patient for a chronic disease may be observing one
aspect of a reciprocating system of which he may be aware if
he inquires into the health of the family" (Richardson,
1948, p. 97). The notion of inquiry into health of the fami-
ly, also led to more direct observation of families. How-
ever, information about the internal processes and life cy-
cles of families is still limited. Longtitudinal studies
based on observation of the family have not been done. Only
self-report surveys, in which family members are asked about
their lives are available, and they have proved to be highly
unreliable, What other information we have is based upon
families entering therapy when they are in trouble, and so
we have observed different stages in the family cycle with-
out knowing what came before or what naturally follows (Ha-
ley, 1973). 1t appears that there is a need for information
about how families as a unit respond to normal events, as
well as stresses such as terminal illness and the processes
within that experience.

Support for a broader context in which illness in one in-

dividual is viewed comes from Grolnick's (1972) review of



20
the literature on a family perspective of psychosomatic fac-
tors in illness. He concluded that the family functions as
a system in relation to a physically ill member. An out-
break of illness has an active feedback with the fémily sSys-—
tem. It may stabilize it, resulting in medical attendance
patterns of chronic illness, or feedback may further unset-
tle things, resulting in psychosomatic outbreaks or other
dysfunction in other members. Richardson (1948) stated, "It
is not so much the kind of disease as its duration and seri-
ousness which....disturbed the family equilibrium." He con-
ceptualized feedback cycles between the somatic and psychic
within and among members of the family.

Haley (1973) believed that the arena of human passion is
ordinary family life. He stated that it 1is becoming more
evident that families undergo a developmental process over
time, and human distress and psychiatric symptoms appear
when this process is disrupted. Milton Erickson (1973) also
believed that symptoms of 1illness appear when there 1is a
dislocation or interruption in the unfolding life cycle of a
family or other natural group. The symptom is a signal that
a family has difficulty in getting past a stage in the life
cycle. It would seem then, that the study of psychological
health has moved from an individual focus to a study of in-
teractions between two individuals (mother and child), to a

consideration of the whole family as a social unit.
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Weakland (1977) believed that once an illness exists, in-
teraction in a family may be relevant to its course and out-
come, for better or worse. Such an influence might be di-
rect - that is, one form of interaction might interfere with
the body's functions of resistance and healing, while an-
other might facilitate these. Less directly, yet perhaps
equally significantly, interactive factors might function to
help or hamper the useful application of medical treatment
for a given problem. To take a simple example, the success
of current therapies for cancer depends greatly on whether
the disease is recognized and treated early or not. As
Shands (1970) and others have noted, failure of recognition
in many cases appears to involve avoidance or denial, not
just the overlooking of minor signs; certainly interaction
might be important to this.

Another study of interest was one by Otto (1966) to exam-
ine the use of family strengths in the social work treatment
process. The definition of family strengths used in the
study was "those factors or forces that contribute to family
unity and solidarity and that foster the development for po-
tentials within the family" (Otto, 1966, p. 88). This study
together with an extensive search of the literature, cover-
ing a twenty-year period resulted in a tentative framework
of family strengths., One of the strengths identified was a
family's ability to communicate with each other. This in-

cluded the ability to express a wide range of emotions and
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feelings, as well as communicate ideas, beliefs, and values.
Communication was seen as verbal expression as well as sen-
sitive listening. The study identified consensual decision
making based on open communication as a family strength.
The study also labelled a family's ability to wuse a crisis
constructively, as a strength., For example, loss of a fami-
ly member can result in a wunited and supportive attack that
can bring a family closer together in understanding and af-
fection for each other (Otto, 1966).

The literature also described, to a lesser extent, the
family dynamics in the specific crisis of terminal care
situations. Barton (1977) described the role changes that
occurred in families with a dying member. He identified is-
sues of independence and dependence that created stress for
those involved. Differences in family members' perceptions
of a situatioh contributed to conflict, as interactions be-
tween members were out of sinc.

Gyulay (1975) studied survivors of children who had died
from cancer. She observed that rarely, 1if ever, were pa-
rents in the same stage of grief. Fathers were often pushed
out of participation in care and later expressed guilt,
frustration and anger at not participating.

The literature described the changes in family roles im-
posed by the illness of one member. "The inability of one or
more members to fulfill their obligations to the group re-

quires reassignment of role tasks to others, who, temporari-
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ly at least, perform not only their own duties, but the inc-
apable individual's duties as well" (Coe, 1970, p. 101).
The complementary roles of family as care givers may be
suitable for a period of time. However, the assumption of
added roles can place an additional strain on family mem-
bers, who, are dealing with fears of the future and anxie-
ties in relation to the phases of the illness (Carlson,
Jackson, & Reader, 1967; Callahan, 1966). Family members
asked to take on a role as a decision maker may find this
difficult if the role is new to them. There may also be in-
dividuals in the family who normally fulfill decision making
roles and lose the role in the course of the interactions.
It is important to study the relatively unexamined family
dynamics involved in terminal care decisions. The interac-
tions, patterns, and communications are complex and unchart-
ed., The communications related to decisions is particularly
significant to the functioning of families in these situ-

ations.

2.7 HEALTH OF FAMILY MEMBERS

A number of studies describe the general impact of termi-
nal cancer on the health of family members. Lefebvre (1978)
cited changes in appetite, sexual activity and sleep in fam-
ilies where a parent had terminal cancer. Degrange (1982)
noted the differences in health between widows who had been

prepared for the death of a spouse and those who had not
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been prepared. Kutscher (1973) also reported that various
illnesses are more frequent among survivors than in matched
comparison groups. One researcher found that sometimes be-
reavement leads to serious somatic and psychological symp-
toms during the next year or two (Parkes, 1970). Weisman
(1962) observed that not only are so-called psychosomatic
illnesses very common in survivors, but the onset of various
unquestionably organic diseases can be traced to such psy-
chosocial events as bereavement, depression, despair.

Gyulay (1975) found that the siblings of the terminally
ill child often developed the same symptoms as the ill
child, even to the point of side-effects from the chemother-
apy. The literature indicates that the health of the family
members who have experienced the death of a member 1is af-
fected. The significance of the stresses of the decision
making process within the terminal care experience has not

been studied in relation to the impact on family health.

2.8 HEALTH AS ENERGY USE

The discussion in the literature related to the health of
survivors guided the literature review into readings of de-
scriptions and definitions of health. Many of the descrip-
tions of health talked of it as a dynamic process involving
adaptation to situational and developmental stresses (Dunn,
1959; Bruhn, 1977). A number of recent writings on health

and illness described the concept, energy, as significant to



25
well-being. At a purely objective, scientific level Krebs
(1979) explains energy as necessary for building up and
maintaining living structures and for every activity associ-
ated with life, such as movement, growth, secretion or the
synthesis of body cell materials including hormones and en-
zymes. The literature on biofeedback training postulates a
connection between physiological and bio-electrical events
and the process of positive psychological control (Wickram-
erabera, 1976; Shapiro, 1979).

Kreiger (1979) 1is one of the nurses pioneering a techni-
que of healing known as therapeutic touch. The technique
described as an act of healing that is akin to the ancient
practice of laying-on hands, has been demonstrated as a use-
ful adjunct to orthodox nursing. Basic to therapeutic touch
is the concept that the human body has an excess of energy.
Studies indicate that the transfer of energy that 1is pre-
sumed to occur in the process appears to be done physiologi-
cally by a kind of electron transfer resonance. EEG monitor-
ing during this process shows a predominant rapid
synchronous beta in Krieger's EEG which is interpreted as
the physiological energy transfer of therapeutic touch. Al-
though this work is preliminary in investigation, and has
not been subjected to extensive experimental trials, there
does appear to be evidence of an energy related component to

health.
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The rationale for the effect of psychological stress on
energy comes from the knowledge that stimulation of the sym-
pathetic nervous system, as during emotional excitement, in-
creases cellular activity by the release of the hormone epi-
nephrine, which acts directly to cause glycogenolysis and an
increased basal metabolic rate (Krause & Mahan, 1979).
Krause and Mahan (1979) found that during highly emotion-
al states, the physical activity of restlessness, muscle
tension and aggravated motion of the body resulted in energy
expenditure. Energy is defined as the realized state of po-
tentialities, the capacity of acting, operating or producing
an effect (School of Nursing, University of Manitoba, 1979).
Decision making, a process that involves movement toward a
goal is then an energy utilizing process. The decision mak-
ing process may have occurred the way that families prefer-
red. In contrast, families may have felt obstructed in par-
ticipating in decisions or felt pressured to participate.
Maddi (1968) described any degree and kind of discrepancy
between expectations, thoughts, and perceptions as a source
of emotional discomfort. Therefore, discrepancies in deci-
sion making preferences may be emotionally stressful. Ac-
cording to Selye (1965), when the stress state occurs, there
is an increased energy demand. Any incongruence in the deci-
sion making process is reasoned to involve more energy use.
How then does this energy involving process relate to the

health of an individual or family? The interaction of all
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family members brings many sources of energy and energy ex-
changes to the situation. How is energy used in these inter-
actions? Who makes the decisions and what effect does this
energy involving process have on individuals in the family
and the family as a unit? That Man is an energy unit is not
debated, but rather the specific nature of the unit of ener-
gy remains to be defined (Byrne & Thompson, 1973). The con-
cept of energy is an abstraction and as such cannot be pin-
pointed in concrete terms. An understanding of the way that
energy is utilized within man, the ways energy is replen-
ished and the energy exchanges that occur in physiological
and psychological processes is as yet, incomplete. Energy
is a concept that is theoretically supported from the knowl-
edge of the function of adenosine triphosphate in the human
body, cellular activity, metabolic life processes, human ac-
tivity, cyclical biological changes and observations of life
and death. Therefore, energy can be considered to be an im-
plicit mediating variable that relates the work of decision

making to the notion, health.

2.9 CONCLUSION

The review of literature indicated that almost all of the
research was descriptive, involving participant, and non-
participant observation as well as interviewing approaches.
The methodological difficulties of studies related to life-

death decisions include the ethical considerations of study-
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ing individuals 1in a process that is stressful and deeply
personal, Questions also arise as to the accessibility of
information that is stress-laden, retrospective, and to a
large extent, an internal process or a process difficult to
observe or articulate. After a review of these studies, it
appeared that at this time not enough has been learned about
decision making related to life-death decisioné to move be-
yond the descriptive stage of research. It also appears
that in spite of the methodological problems inherent in
this type of study, an understanding of this problem could

be furthered in an ethically sensitive manner.



Chapter III

RESEARCH DESIGN

3.1 INTRODUCTION

The target population was identified as families living
in Manitoba. In view of the 1lack of research related to
families' perceptions of the effects of involvement in ter-
minal care decisions, the study was at the descriptive level
of inquiry. The purpose of the study was to describe fami-
lies' perceptions of their preferred and actual involvement
in terminal care decisions and peréeptions of the effects of
the degree of congruence between these two variables. The
impact of the congruence was considered at the time of the
decision making process and at an interval after the death
of the terminally i1l family member.

The major variable in this study was the congruence be-
tween preferred and actual involvement in decision making. A
second variable of importance was the environment in which
the decision making occurred. Glaser and Strauss' (1968)
research in this area had indicated that where a person dies
is significant in terms of who 1is involved and who controls
the decisions related to the care of the patient. How this
decision was arrived at by those involved, was also part of

the question addressed in this study. Therefore, this vari-

_29_
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able was used as an appropriate way of accessing the range

and depth of data sought.

3.2 SUBJECTS

3.2.1 Target Population

The target population was identified as families living
in Manitoba who had experienced the death of a family member
due to cancer in the past twelve months. The majority of
families were interviewed between four and six months after
the patient's death (Appendix A). The literature related to
the length of bereavement time vafies. Manifest signs of be-
reavement disappear in a matter of months, but occult be-
reavement can continue throughout the remainder of 1life
(Weisman, 1979). The literature does indicate, however, that
the work of resolving a loss of a person takes a year or
more and as the individual moves through the grieving pro-
cess, a more realistic memory of events and attributes of
the lost person occurs (Engel, 1964; Lindemann, 1944).

Therefore, the decision as to the time of the interviews

seemed appropriate based upon the available literature

The families were those in which there was a surviving
spouse in all but one case. The rationale for selecting fam-
ilies with a surviving spouse came from the literature re-
lated to the effects of illness and death on a surviving
spouse (Shubin, 1978; Grolnick, 1972; Degrange, 1982). The

marital relationship has been described as particularly sen-
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sitive to the loss of one partner. This dyad is a system
that reflects the response of a process in a family and pro-
vided a structural definition of the probable interaction

between the surviving members and the deceased.

3.2.2 The Sample

The study subjects were selected through a theoretical,
nonprobability purposive sampling technique. The most impor-
tant aspect of this type of sampling is that "the events or
instances recorded attempt to cover the range of the phenom-
enon so that the resulting concepts are as rich - full of
meaning - as can be" (Diers, 1979, p. 110). In this study,
sample selection was based upon the nature of the setting
where the individual died. This variable provided an indica-
tor for judging variation in the congruence families experi-
enced between their preferred and actual participation in
care decisions.

Families whose relative died at home were presumed to
have had input into that decision. The home setting physi-
cally limits interference from health professionals and al-
lows more control for families 1in care planning and deci-
sions. It was considered likely that those families who
preferred more ébntrolyyin decisions would select this set-
ting for their i1l familyumembér. This group was also
thought fbk5é HigﬁW1ﬁi;g;$£GéhEgWbetween preferred and actu-

al participation.
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In instances where the patient died on a general medical
ward in an acute care hospital, there would be more input
from health care providers and more institutional control
over the process of dying. Therefore, families whose ill
family member died on such a ward were considered possibly
less involved in decision making, which could have been
congruent with their preferred involvement as well. It was
also likely that there would be families who preferred ac-
tive participation in decision making and whose relative
died on an acute general ward where they had 1little input
into decisions. This data provided an important description
of the factors in that setting that contributed to congru-
ence and the effects of this on families.

St. Boniface General Hospital was selected as the insti-
tution to facilitate sample selection because it has the
only palliative care program in Winnipeg. The program pro-
vided families with resources, support and facilities to
care for the patient either at home or in the hospital. The
philosophy of the program allows a participatory approach to
care decisions. One of the program's objectives is "to in-
volve the patient and family in treatment planning and deci-
sion making so as to maximize independence and self-respect”
(Palliative Care Program, St. Boniface General Hospital,
1982). Therefore, the opportunity for the individual to die
at home with support from this program was an effective way
of obtaining a sample of families who theoretically would

have a fair degree of control over terminal care decisions.,
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The final study sample included ten families or sixty
individuals. The ages of thé individuals interviewed ranged
éggﬁ thifteen to seventy years. (Summary of ages and sex
distribution - Appendix B). The families varied 1in ethnic
background and religious affiliations (Appendices C and D);
Although the sample could not be said to be representative
of a larger population, it was interesting to note that the
sample included families with a range of demographic charac-
teristics.

Of the families invited to participate, only one family
refused. This was an elderly blind widow who said she pre-
ferred not to discuss her husband's illness. All other fami-
lies contacted readily agreed to be interviewed and two men-
tioned that it "might actually be good to talk about it".

The extent to which the interviews included a number of
family members depended upon the surviving spouse contacted.
In two cases the spouse felt that they were the main person
involved and therefore, should be interviewed alone. In two
families the spouse felt certain others would others would
not be helpful participants to the interview which they re-
lated to family conflict between the spouse and other mem-
bers. 1In one case, a significant family member lived a dis-
tance away so that the interview could not include that
person. In all other instances, spouses identified and in-
vited those individuals to participate that they recognized

as signficantly involved in the decision making process.,
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3.3 DATA COLLECTION TECHNIQUE

The data collection technique included: (a) an open-end-
ed, semi- structured, face-to-face interview, and (b) field
notes. The interview was tape recorded to permit as accurate
as possible a recall of the information obtained. The face-
to-face interview is appropriate in obtaining data that is
sensitive or personal (Polit & Hungler, 1978), Open-ended
guestions allowed subjects to respond in their own words.
This method permitted an opportunity to obtain information
that was not pre-conceived by the researcher and generated
rich data.

The drafted interview guide (Appendix E), was pre-tested
with two families known to the researcher. The rationale for
this choice was to capitalize on the nature of the relation-
ship between the families and the interviewer to obtain
feedback from respondents regarding their feelings and reac-

tions to the instrument, as the respondents would know the

researcher. The sensitive nature of the study necessitated

rigorous attention to the instrument so that useful data
could be obtained with regard for the feelings of the sub-
jects,

One pre-test was conducted in the home of the family and
was tape- recorded. The second pre-test was conducted at the
University of Manitoba, School of Nursing and was video-
taped. The family member interviewed agreed to the procedure

but admitted afterward that they felt rather nervous and
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self-conscious in the situation. The room was also described
as rather cold and clinical. Both tapes were reviewed and it
was judged that the visual quality of the second pre-test
was not significantly more helpful to continue the inter-
views in this way. The non-verbal gestures captured on visu-
al tape were minimal. It was decided that the interactional
and non- verbal components of the interviews could be cap-
tured accurately through field notes and that interviews in
the more "natural" home environment were more important to
the validity of the data. Therefore, it was decided to con-
duct the interviews in the homes of the families using a
tape-recorded interview technique.

Field notes were made immediately following the interview
to capture the non-verbal behavior observed during the in-
terview. Field notes allow observers a means of synthesizing
and understanding the data that might not otherwise be
achieved with only recorded verbal information (Polit & Hun-
gler, 1978).

Information related to demographic factors (age, sex, ma-
rital status) were obtained through available records at the
time of sample selection wherever possible. The information
was otherwise obtained at the time of interview through a
quick sketch of the family tree. This included names, ages,
some occupations and marital relationships of family mem-
bers. This provided an informal and personal way of quickly

obtaining a demographic "picture" of the family.
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3.4 DATA ANALYSIS TECHNIQUE

Content analysis was the method of data analysis used.
"This method is objective, systematic and useful for han-
dling qualitative descriptions of communication” (Polit &
Hungler, 1978, p. 379). Categories for classifying the con-
tent were not pre-conceived, but emerged through the analy-
sis of the interviews. 1In a factor-searching study, data
analysis goes on concurrently with data collection and pro-
cessing until categories evolve which encompass all the data
(Diers, 1979). As data analysis occurred, preliminary con-
cepts and themes surfaced that were focused upon in subse-
guent interviews. In this way, concepts and categories were
enriched, verified or not supported.

Interviews and field notes were vreviewed and themes were
identified and noted in the margins of the recorded data.
The unit of content that captured a theme was sometimes a
word, paragraph, sentence or incident. Therefore, analysis
of content did not focus on the length of a unit.

The interviews were transcribed and reviewed in detail to
identify phrases, examples and descriptions that reflected
themes. From this analysis, six categories were identified
that captured six main themes in the data. These categories
were:

1. Decision Control: which referred to the control over

decisions defined by who had the majority of decision
authority and the setting within which this decision

making occurred.
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2. Information: wused as a basis for terminal care deci-
sions.

3. The Meaning of the Situation: based upon the fami-
lies' interpretations of information and their expe-
riences.

4. Patterns and Characteristics of Family Interaction
related to terminal care decisiong.

5. Planning for Death: which involved events, experienc-
es, and decisions related to preparing for the pa-
tient's death.

6. Effects of the Terminal Care Process on Survivors:
The effects were described in response to two proper-
ties. The first being the effects of the congruence
families perceived between their preferred and actual
decision control. The second way in which effects of
the terminal care process were described were in re-
lation to the loss of the family member.

Each category encompassed a group of properties and char-
acteristics related to the experiences described by fami-
lies. The properties under each category reflected varia-
tions in the qualities of the themes. Whenever possible,
the names of the categories and properties were the phrases
used by the participants in the study. For example, the
property defined as "Hope" was taken simply from repeated
descriptions of this factor by families. The data was coded

in the margin using phrases or notes that captured the mean-
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ing of the incident. At the end of all of the data collec-
tion the coding was reviewed in total and incidents and
pieces of data were compared and analyzed to identify common
themes, or categories that described the data most thorough-
ly. The goal in this type of data analysis is to provide as
accurate as possible a description of the data that leaves
very few unexplained exceptions and which accounts £for the
majority of the variabily in the field being studied (Degner
et al., 1981).

The interviews were coded first by the researcher and
were independently reviewed by the research advisor. Catego-
ries and properties were then discussed and compared to
achieve consensus. Any incidents which were not sufficiently
clear examples of the particular category or property were
either discarded or reclassified. The categories and proper-
ties were then formally defined to clarify the intent of the
category name and to ensure that data "fit" appropriately
into the theoretical framework. Defining the categories and
properties was also helpful in confirming and re-working the
organization of properties and categories. Unlike quantita-
tive analysis, the constant comparative method is not de-
signed to guarentee that two analysts working independently
with the same data will achieve the same results (Degner et
al., 1981). Rather, the purpose of this type of study is to
describe accurately and comprehensively the range and depth

of data obtained.



39
3.5 VALIDITY AND RELIABILITY

The purpose of the study was to describe the parts of the
problem. Therefore, the study was a factor-searching one.
The concerns about validity and reliability in this type of
study are different than for studies at other levels of in-
quiry (Diers, 1979). In this type of study, formal instru-
ments such as questionnaires or psychological tests are of-
ten not used. Therefore, the usual tests of reliability and
validity used in gquantitative research do not apply (Glaser
& Strauss, 1967). 1In qualitative research such as this, the
purpose of the study is to generate theory, not to prove it.
Therefore, reliability and validity are concerned with the
thoroughness and range of data obtained and the credibility
of the theoretical framework that arises from the data anal-
ysis process.

Internal validity of the interview proceés was addressed
by obtaining face validity of the interview schedule from
nursing experts. This was done by asking nurse researchers
if the interview schedule would, in their opinion access the
concepts that the investigator wished to study. The inter-
view schedule was developed after a review of the literature
and was employed after a study of sound interviewing techni-
ques. A pre-test of the interview schedule also allowed the
interviewer to identify whether or not respondents were able

to articulate the information sought.
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External validity refers to the extent to which the meth-
od of data collection provides data compatible with other
relevant evidence. This type of validity is considered in
the discussion of the theoretical framework that emerged in
the context of related research findings in the literature,
Components of the theoretical framework were documented in
the literature. However, other research findiﬁgs had not de-
scribed the cdmponents of the theoretical framework in to-
tal, or in this particular way.

A discussion of validity in this type of research must
address the four requisite properties of qQualitative re-
search described by Glaser and Strauss (1967). The first re-
quisite property is that the theoretical framework must
closely fit the substantive area in which it will be used.
Second, it must be readily understandable by laymen con-
cerned with the area. Third, it must be sufficiently general
to be applicable to a multitude of diverse daily situations
within the substantive area, not to just a specific type of
situation., Fourth, it#must allow the user partial control
over the structure and process of daily situations as they
chénge through time.

The integrated theoretical framework, the density of data
obtained, and the effort to maximize the range of data col-
lected using a theoretical sampling technigue support the
validity of the study. The final wvalidity test will be the

extent to which the theoretical framework is a useful guide
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for clinicians and researchers in the substantive area of
terminal care.

The issue of reliability in this type of study 1is con-
cerned with the reliability of the sources of data and of
the recorder. That is, the sources of data should well rep-
resent the developing concepts and the researcher should be
able to record all the data obtained (Diers, 1979).

The researcher attempted to address these concerns in a
number of ways. It is believed that the reliability of the
study was increased by obtaining data from more than one
family member. This prevented generalizing to all family
members on the basis of one member's response. It also de-
creased the problem of recall of events that would have been
more significant if only one person was interviewed.

In terms of the reliability of the recorder, only one
person, the researcher, was involved in the data collection,
Therefore, a relatively consistent approach was used in in-
terviewing families. The interviews were tape-recorded
which provided a reliable method of retrieving the informa-
tion. The researcher also used reflective statements to en-
sure the accuracy of hearing statements made by partici-
pants. In this way, families could agree or disagree with
the reflected statements of the interviewer, which would
clarify and confirm the statements,

The researcher observed that participants did try to make

data more accessible to the interviewer in some cases. Par-
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ticipants would explain their reasoning behind a decision or
their responses to a decision because they knew this data
was of interest to the researcher. Therefore, the process
of data collection may have sensitized some participants to
the issues discussed. The degree to which this affected the

reliability of the data is unknown,

3.6 PROTECTION OF RIGHTS OF SUBJECTS

The protection of individual rights in the research was
addressed by obtaining informed consent to participate in
the study. This was obtained by providing the subjects with
a consent form outlining: (a) the purpose of the study, (b)
the voluntary nature of participation, (c) assurance of con-
fidentiality, (d) the acceptability of withdrawing from the
study at any time, and (e) the availability of the results
to respondents if they so desired (Appendix F).

The element of concern was the issue of the degree of
risk to subjects as a result of participation. "Risk" can be
considered as the possibility of psychological injury as
well as physical and social injury that may occur as a re-
sult of participation (Diers, 1978). The psychological risk
factor was explored in discussions with collegues. The lit-
erature was also reviewed with this element in mind. It was
believed that the degree of risk was considerably less that
the value of the knowledge that might be obtained from such

a study for the benefit of families and patients in similar
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situations. The subjects were assured in writing that the
tape-recordings would be reviewed by the researcher and ad-
visors only. After the study was completed these tapes were
destroyed. Pseudonyms were used in reporting incidents from

the interviews.

3.7 LIMITATIONS OF THE STUDY

The study was limited in that the findings cannot be gen-
eralized to a larger population. This is true of purposive
samples and is acceptable if findings are not interpreted as
representative of the target population (Williamson, 1981).
The sample size was of a sufficient size to generate rich
data because of the deliberate theoretical sampling. It was
expected that the numbers of families that represented high
and low congruence participators would be imbalanced. The
investigator accepted this at the outset, as the intent was
not to correlate or compare groups, but to access the range
and depth of data within the various contexts. It was also
acknowledged that while setting may not be the best indica-
tor variable of congruence available, it appeared to be a
theoretically sound and accessible indicator for selecting
families who had experienced a range of degree of congruence
between preferred and actual participation in decision mak-
ing.

The validity and reliability of the data were dependent

upon the accessibility of this type of personal information
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from the respondents. Therefore, the interviewing skills
employed were a key element in determining the richness of
data obtained, The theoretical framework presented within
the findings based on the constant comparative form of data
analysis is one way of describing the terminal care decision
making experiences of families. The researchgr is confident
that the theoretical framework 1is thorough and accuréﬁéiy
describes the actual expériences described by families. Some
hypotheses emerged about the relationship of théSé”éétego—
ries, properties, and characteristics of the theoretical

framework. These remain to be researched and tested further.

3.8 SUMMARY
A theoretical framework that described families' percep-
tions of their involvement in terminal care decisions was

formulated. This was done on the basis of collection and

" analysis of interviews and field notes obtained from in-

depth interviews of families who had experienced the death
of a family member within the past year. Data were collected
from families who had experienced the death of a family mem-
ber at home and from families whose family member had died
on an acute medical ward of a general hospital. Data were
analyzed using a method of content analysis called constant
comparative analysis. This method is appropriate for analyz-
ing qualitative data and resulted in a descriptive theoreti-
cal framework which encompassed the experiences families de-

scribed,



Chapter IV

THE FINDINGS - DECISION CONTROL

4,1 INTRODUCTION

Control over decisions emerged as an important issue in
the terminal care experience reported by families. Decision
control was the power over choices made related to the care
of the terminally ill person. The decisions were those that
the family was aware of from the time of the occurrence of
the patient's first symptoms until his/her death. The con-
trol over these decisions varied according to who was in-
volved in the process. Three types of decision control were
identified: (a) medically controlled decisions, (b) family
controlled decisions, and (¢) nursing controlled decisions.
The determination of who was involved in the decisions was
associated with the location in which the care primarily oc-
curred. The settings within which decisions most commonly
occurred were the hospital and the patient's home. There
were also decisions about when and why the patient would
move from one setting to another. The notion of power and
authority was identified as significant to control of deci-
sions. This use of power was evident in the methods that in-
dividuals in these situations used to gain or maintain con-

trol over decisions.

...45_
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4,2 MEDICALLY CONTROLLED DECISIONS

Medically controlled decisions were those decisions re-
lated to the care of the terminally 1ill person that were
made by the physician or team of physicians. The control of
decisions by physicians was more evident when the patient
was in the hospital or was frequently admitted to hospital
for treatment and care. For example, one family member de-
scribed the patient's passive role in decision making once
she was admitted to hospital: "Once she was in the hospital
she never refused." |

Medically controlled decisions were more common when re-
sults of laboratory tests and knowledge of available medical
interventions were important to the decision. Physicians had
control as they were expected to order tests and interpret
results to provide the background rationale for their deci-
sions., Families were trusting of the physician's judgments
in these instances and relied on their decisions and conclu-
sions.

Daughter- Well she went in for weeks and weeks of
tests, x-rays and stuff. And then they were decid-
ing what to do. They had someone look at her down
below (at her uterus) and see if they were relat-
ed, the breast cancer and ‘the lower part cancer,
and they wanted to know so much before they actu-
ally did anything. So they sent her home. She was

home a couple of weeks...

Interviewer - After they'd done all the tests, be-
fore they made a decision?

Daughter- Yes. Then she went back in to have the
actual hysterectomy.

Interviewer- Who made that decisions, do you know?
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Husband - The doctor said she needed a
hysterectomy.

Decisions to initiate treatment interventions and to dis-
continue treatments were also medically controlled. Families
in these situations accepted medical decisions to initiate
or discontinue treatments as these decisions were often
based upon the physician's opinion as to whether or not the
intervention would help.

Interviewer- Who decided that she would have the
operation?

Husband- Dr.M. or Dr.V. And they cut her off medi-
cation, the needles, what do you call the needles
for cancer?

Interviewer- Chemotherapy?
Husband- Yes.
Interviewer- Did she have chemotherapy too?

Husband - Oh yes, sure. She had pills for one
year, then she had needles for two years, once a
month. Then they cut her off in 1981, after the
operation. They said it was no use giving her nee-
dles anymore.

Families also described situations where decisions were
made by physicians when families had no preparation for the
decision or 1little awareness that a decision had already

been made.

Husband - So we thought in our own mind that she
would be going through more tests and examinations
and discussions about other treatments and so on.
But when we sat down with the doctor he just
walked in and said "so you've got the bad news,
we've got your surgery scheduled for tomorrow."
That was all news and a surprise to us.

I- That decision had been made before you even
knew it.
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Husband - Yes. So we had no time really to
consider other things. At that time the questions
we had of the doctor he just simply explained at
that point. As far as they were concerned the best
move was to have the surgery as qQuickly as possi-
ble. And I guess faced with limited information we
had to agree fairly quickly. So that went ahead
the next day.

Most medically dominated decisions occurred at the begin-
ning of the illness episode. Families described the time
from the patient's first symptoms until the beginning medi-
cal intervention as a phase during which they were often
shocked by the diagnosis and were quite passive in partici-
pation in early decisions.

I- And who made the decision about that?

R- About the chemotherapy? Well, we talked it over
with Dr.W. in the hospital. He told us what he was
going to do and we agreed with it.

I- There was no question...

R- No guestion.

The passive role of the patient and family was often ex-
perienced as being caught up in a fast moving series of de-
cisions:

Husband - Then the doctor decided he'd better do a
complete series of x-rays and this is where it was
really picked up.

I- On the x~ray?

H- Yes. So he immediately scheduled, as soon as he
got the results of the x-rays, he scheduled a
meeting for her with a surgeon. He'd lined up the
surgeon already and the surgeon said, this was in
August now, "I'll give you ten days to get things
in order,"last minute children's clothes for

school and things 1like that, then he put her in
hospital.
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The time available to make decisions also affected how

much discussion ensued about a plan or intervention. This

was most apparent in situations where 1life-death decisions

had to be made. These were described as emergency decisions,
and physicians were dominant in these decisions.

Husband-I phoned Dr.X. to tell him what was going
on, and he asked me if he should come over and I
said that would be a good thing. So he came over
within three quarters of an hour and ended up tak-
ing her to the hospital 1in an ambulance, which I
thought was primarily a precaution, but as it
turned out, what was happening was that she had a
fluid build up around the heart and her heart had
no room to beat, which is totally new to me. I
didn't know that that could happen, let alone what
it all meant. When they got her to the hospital
she was having quite abit of trouble breathing,
they were calling doctors to come and take a look
at her, And I had to take wedding pictures at a
wedding that night. So I left her about three o'-
clock to go and take these pictures. At six I get
a phone call that they're taking her in for emer-
gency surgery for this fluid around the heart.
And that kind of shook me a little bit because I
wasn't prepared for it to occur at all, 1like that
and I didn't think that whatever was going on that
day was that severe.

Physicians were dominant in decisions related to treat-
ments such as chemotherapy and radiotherapy, decisions to
have surgery and plans to have tests and referrals. In
these areas families said that they often did not have the
information base to make these decisions and therefore, re-
lied on physicians to direct these choices. Later in the
illness, families sometimes took a more active role in these
decisions as they learned more about the treatments. Some
families did regret not being more active in the decisions

related to these treatments:
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I- Would you say you would have preferred a
different kind of involvement in any decisions
that were made?

R- I guess probably right at the start, if we were
more informed as to what all went on. And proba-
bly, she had a fair bit of radiation treatment
through the whole thing and it seemed to us that
the radiation did more good than the chemotherapy
treatment. And so we would have probably liked to
have more discussion about one or the other or the
different uses and so on. Now we certainly did un-
derstand that radiation was more of a localized
treatment. But in her case everytime they used it
it seemed to work for what its purpose was. So we
thought it could have been used more or sooner.

Another area of medical dominance in decisions involved
decisions to pursue experimental treatments. In these in-
stances, families remember feeling desperate to "try any-
thing" and were willing to go along with any treatment that
gave some glimmer of hope even when the side effects of such
treatment were seen as extreme.

Husband- What happened was she was involved with
this experimental program, Dr.X. the oncologist
said that they understood what was the problem
with those 20% that didn't survive the treatment.
And decided that she seemed to be in good health.
Her blood count was good. And she was a strong
person, not big physically but she had good endur-
ance. Anyway, he thought that she would be a good
candidate, she appeared to be in good shape. So he
put her in this program and she had the treatment
once.,

Physicians were also involved in decisions to pursue in-
terventions intended for palliative purposes. These deci~-
sions were seen by the family as important and conveyed a
sense that the physician cared about the patient.

I- And who arranged that last bout of radiation?

Husband - As a matter of fact it was Dr.A. this
time.
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Sister- For comfort, for pain.
Husband- Well they were really pleased with the
response of the tumor in the shoulder area. So
what Dr.A, did, was he arranged sort of a confer-
ence with himself and Dr.B. and Dr.C. and I think
Dr.A. was the one who suggested that they do radi-
ation, but that's not his field and really had to
be the others that made the decision, but it was
sort of his initiation.
Sister- They were hoping to shrink the tumor that
was pressing on her kidney, because that was caus-
ing so much pain on the nerve that ran down the
leg.

Another theme that emerged related to physician control
of decisions was the outcome of those decisions and whether
or not families perceived caring from the physician. In
some cases decisions were seen as bad decisions in that the
outcome was detrimental to the patient. In one case, the
surviving spouse described the decision for the patient to
have a gastrostomy tube as primarily the doctor's decision.
Both he and his wife knew very little about the procedure so
they accepted the decision to proceed quite passively. Lat-
er, there were complications and the surviving husband stat-
ed that "X didn't think it was worth it. She would have been
better to stay on the nasal tube." However, the physician
was described as very caring and supportive and no blame was
directed at the physician for what the family considered a
"bad decision",

On the other hand, there were situations described where
the physician was angrily blamed for the negative outcomes

of medically controlled decisions. The blame was often stat-

ed with the comment that the doctor did not care.
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Husband- Now what bugs me 1is that there's not one
doctor who has the courtesy of phoning me and say-
ing, look, we made a mistake, we're sorry, it
wasn't done on purpose. They could at least apolo-
gize and say we said it was local and it wasn't.
Do you think the doctors would do that? No. And
that is something. If I ever see one of them I'll
tell them right off the bat. That they won't get
away with!

I- That's important, for doctors and nurses to ac-
knowledge that they fell badly about what hap-
pened.

H- That part makes me feel really bad. They could
have said "we made a mistake and we apologize.,” I
would have said, "I know doctor, you did your
best."

I- There was a lack of caring you felt?

H- On their part? Well at that point I wondered.
Are they just there for the business or are they
there to experiment and once the person's gone,

- what do they do, just forget it? It's pretty hard.

In summary, medically controlled decision making was the
most frequently identified form of decision making when the
patient spent the majority of time in hospital and when de-
cisions were based more on technical or scientific medical
knowledge. In these instances families surrendered control
to physicians and relied heavily on their advice and judg-

ments.

4.3 FAMILY CONTROLLED DECISIONS

Family controlled decisions were those choices related to
the care of the terminally ill person that were made by the

family, or by the family and patient. The patient and family
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had more control when the patient was mainly at home for the
duration of the terminal illness process. The decision about
whether to be cared for at home or in the hospital was a
pivotal decision to the control over care choices that fol-
lowed. For example, one daughter recalled her father's feel-
ings about his decision to be cared for at home: "He prefer-
red to be at home where he had more control of the
decisions, what he wanted."

There were also situations that involved decisions about
when and why to move from one setting to another. 1In these
decisions, called "transitional decisions", families and pa-
tients had the most control. 1In some cases families and pa-
tients made decisions to move from home to hospital because
of the urgency of their symptoms and the perceived need for
some sort of medical intervention. The most frequently cited
reason for going to the hospital was pain.

Sister - She went in once more, she was 1in the
first week of June,I think.

I- For pain control again?
Husband - Yes.
I- Who made that decision, for her to go back?

Sister - Well she did, because the pain was so
bad. She wanted it...

Husband - reassessed.
There were also transitional decisions that involved
movement from the hospital to home, These decisions were
often related to the patient and/or family's decision to re-

ject or discontinue a form of medical treatment.
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Husband - So we had a chat with Dr.A. He said, "we
decided that we shall try chemotherapy." And my
wife said,"no". And Dr.A. said to her "what are
you going to do?" She said, "I'm going back home
and I want to die at home, I'm not going to die at
this hospital."”

The decision of the patient and/or family about when to
seek medical attention was a very significant decision in
the entire terminal care experience and was viewed as having
a possible effect on the outcome of the disease.

Husband - Actually it started about ten years ago
I guess, when she had a lump on her breast that
she never went to see about. She refused to go to
see a doctor, no matter what we said.

Daughter- I phoned doctors - they said ,"we can't
drag her in here, 1if she doesn't want to come.”
And, I guess 1in May her stomach became swollen,
she had been...

I- May of ?

D - 1982 - She'd been in pain I imagine for years,
not alot, but well, she's very stubborn. But in
May her stomach was swollen so badly that she went
to the doctor. Then the doctor put her in the hos-
pital. It was all really fast and really sudden.

Family controlled decisions were evident when it came to
choices about the form of treatment to follow. Families re-
ported having to decide whether or not to pursue traditional
types of medical treatment or to try unconventional forms of
intervention,

Husband - We had friends that were giving us alot
of encouragement to pursue the natural methods of
treatment and the Mexico excursion and all those
things, which really tended to complicate matters
a great deal and make you do alot of thinking and
questioning and wondering. And also, we talked
things over with Dr.X. and so on,and made our own
decision that we have as much faith in Dr.X. as we
would in any other method. And we felt he was as
knowledgeable about the state of the art as any-
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body that there was. So our decision was that
whatever we did, we'd have to believe in. I think
it was a joint feeling that Dr.X. was as good as
we could find. The pressure that we got from some
other people to pursue other forms of treatment we
never really followed up. Also, after the follow-
ing up that we did, we came to the conclusion that
to follow any other method required tremendous
discipline on the part of the patient. And in
terms of diet, eating things you never wanted to
eat before, Jane was not a person to become very
disciplined or regimented to anything. So I think
jointly we decided that although that may be a
route that is accessible and may turn out someday
to be an acceptable treatment, at the time, the
knowledge available said that these other methods
were not the approach to follow. So we stuck with
medical methods.

In other cases families sought alternative treatment when
they did not believe in the proposed conventional medical
plan or when they were given no hope by the physicians in-

volved.

Husband -So the doctors finally decided around
September that they should operate. And Helen
says, "I don't want to have an operation." Well,
I said, "You don't have to it's your decision." So
in the meantime I got in touch with a man who had
cancer, bone cancer, who had had all the treat-
ments, cobalt treatments. But they had to stop the
treatments because he was so burnt. He was about
to die. But he said I'm going to try something. He
went down to Tiajuana. The clinic that uses simply
a diet and juice extracted from plants. You
wouldn't believe that the man had cancer. So when
my wife saw him I said "do you want to go there
and try it?" She said "yes," so I bought the tick-
ets and made all the arrangements to go down.

The family and patient also exercised control in deci-
sions about whether or not to seek alternate medical opin-
ions and in some cases whether or not to change physicians.
One surviving daughter described how the family made the de-

cision to change doctors and the difficulty in doing so:
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R- It was here in Winnipeg. Right away we wanted
our doctor off the case immediately, when we saw
what was happening. And he made it very difficult
for us. And other doctors are reluctant to take on
other patients. We went through about seventy-two
hours, my Dad was in the ABC hospital. Nobody
wanted to put their hands on him because we got
Dr. X. off the case.

Therefore, in terms of medical treatment decisions, fami-
lies exerted control by choosing the form of treatment and
the physician that would care for the patient. Their control
over medical treatment decisions after that was usually con-
siderably less.

Another area that families exerted control over, con-
cerned decisions related to who was to be informed about the
diagnosis and prognosis. For example, young children and
older parents were frequently protected from information
about the disease. There were often a series of related de-
cisions about how to tell families about the illness and in
what stages the information should be given. Usually news
about the disease was given in parts and gradual explana-
tions were offered.

Husband-The surgery was the 19th and she was home
on the 24th. At that time of year trying to break
the news to people that you're faced with this is
kind of a difficult task because we didn't want to
ruin anybody's Christmas. Particularly, we were
concerned with Anne's mother because she had lost
her husband a few years earlier which was four
years at the time, So we kept it from her 'til the
very last, which may or may not have been a good
idea, but that was our choice.

In some cases decisions to withhold information involved

denial of the truth to family members. For example, one hus-
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band described the interaction between himself and his
daughter after she had learned of her mother's diagnosis of
leukemia:

Husband- The oldest daughter went with a girl-
friend and to the doctor and she asked him, "what
is my mother's problem?" He said "leukemia." She
came home with her girlfriend and she said to me
"do you know that mother has leukemia?" I
said,"the doctor doesn't know what he's talking
about. These doctors don't know." The reason that
I did that was so that she would learn step-by-
step. Not just boom (claps hands) like that.

There were also instances where decisions were made by
the family to withhold information from the patient:

I- Did anybody else know at this point that there
were cancer cells 1in the stomach or were you the
only one in the family?

Husband - One daughter knew who was with me, be-
cause she was with with me when I questioned Dr.X.
I said to her, "not a word of this to your mother
and not a word to the others. 1It's no use getting
everyone more worried."

Families were also dominant in decisions related to care
at home. These decisions included which family members
would participate in the care, who would move in with the
patient to help, and decisions to obtain home care assis-

tance.

I- So was it your decision that you would have
Home care? :

Husband-I knew if she came home she couldn't use
our bed because you can't raise her feet or head.
So I said you need a hospital bed. And I thought
the Home Care would supply it, they supplied
everything we needed. They were very good.

Often, decisions about whether or not the patient would

be at home or not depended on the physical resources and age
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of the family. For example, one seventy year-old widow was
willing to 1look after her husband at home with help from
home care if there were hospitalization periods for her hus-
band to give her some respite.

Wife - I couldn't keep him home all the time be-
cause I had two heart attacks and it was too much
for me. When 1'd get too tired and he wasn't feel-
ing good, I'd send him back to the hospital for
awhile.

The decision to care for the patient at home also re-
flected the families' awareness of the community resources
available to them. In some cases, families knew home care
was available and were quick to contact them for assistance.
These families were also able to indicate to home care when
they needed additional help as the patient's condition wors-
ened. The available supports within the family also facili-
tated the decision to care for the patient at home. In fami-
lies with many supportive family members nearby, the
experience was described quite positively.

Daughter -Well the Home Care made it very easy for
us. They provided people five days a week. Week-
ends I would be there alot with Nancy. Weekends
someone from the family would fly in. There was
always someone here helping. Just for moral sup-
port which I really needed at that point.

In other families decisions about organizing care at home
were more difficult and families described the situation as
more exhausting. As one older widow recalled: "I've got a

son that lives in Alberta and a daughter that lives in Vir-

den, so they couldn't help. I was pretty much on my own."
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In families where the surviving spouse was older there
were often fewer family supports and the care was described
as very demanding. The siblings of older families were also
older and had illness problems of their own. In these fami-
lies, care became the responsibility of the elderly spouse
and in some cases the children, if they lived nearby.

Other decisions controlled by patients and families con-
cerned choices about the patient's activities at home, his
ability to work, and his or her participation in social and
family activities. One common decision made by families was
whether or not to travel. This decision often involved lo-
gistics of organizing pain medication, wheelchairs, places
to stay and access to medical attention if necessary. Prob-
lems sometimes occurred when these decisions were not clear-
ly planned and changes in the patient's condition occurred.

For example:

Husband - When we went to Saskatoon, she seemed at
that time okay , we started with 100ml. prescrip-
tions and at that time we were getting prescrip-
tions of three liters at a time, which was quite a
massive amount. It turned out that that wasn't
touching the pain. It was not too bad at first
though. So we went and had been there a couple of
days and then the pain really started to escalate.
We had been given the name of an oncologist in
Saskatoon by Dr.X. and we were to call him if any
problems arose. And we did. He got the particulars
from her, what she was taking and suggested we go
down to the Saskatoon University Hospital and they
went ahead and tried to give her a shot of Mor-
phine and that didn't really help. I guess the
next day we were going to be heading home and we'd
driven down there, What we did is we tried to ar-
range a flight for her to come home. We were able
to get. a flight that afternoon. So I left with the
kids by car and an uncle and aunt arranged to take
Lynn to the airport. Meanwhile, I had phoned a
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sister and she was going to be here at the airport
and she took Lynn straight to the hospital.

It was apparent that these families had much decision
making responsibility. They needed to understand the pa-
tient's condition, how to access the health care system and
be familiar with treatment and medication particulars. The
resourcefulness and effective problem- solving behavior of

families was especially notable.

In summary, the family controlled decisions occurred more of-
ten when the patient's care took place at home. The types of de-
cisions families had control over related to the organization of
home care, the general type of treatment to pursue, control of
information given within the family and decisions to do with

transitions from one setting to another.

4.4 NURSING CONTROLLED DECISIONS

Nursing controlled decisions were those choices related
to the care of the terminally ill person that were made by
the nurse. Families described the role of the nurse in care
decisions more often when the patient was cared for at home.
In these families, it was the visiting nurses that were de-
scribed as most actively being involved in the terminal care
process., These nurses were described as very supportive and
central to the care given at home, but their input into de-
cisions took the form of "suggestions” rather than deci-

sions. The home wvisiting nurse was seen as an information
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provider and a resource to families in their control over
decisions. Nurses rarely acted as the decision maker them-
selves, The only time that the nurse was described as the
decision maker was when a decision was made to transfer the
patient from home to the hospital when there was a deterio-
ration in the patient’'s condition.

Husband-She got so that she couldn't even stand on
her feet. That was the 18th of March. I just
couldn't get her wup, I had to lift her onto the
chair to get her to the bathroom. So I called the
nurse and she came and checked her legs and she
didn't have anything in her legs at all.

I- No feeling?

H- No feeling,no. So the nurse told me to get an
ambulance and take her to the hospital. (Tears)
And let's see..I got her in that afternoon. She
was fine at night and in the morning she'd gone
into a coma (tears).

I- So then the decision was really made by the
nurse to go to the hospital?

H- Yes that's right, yes.
I- And it turned out to be a good decision?
H- Oh yes.

In instances where the nurse made the decision to trans-
fer the patient to the hospital the families were elderly
couples who were quite passive when it came to control over
decisions. In these instances there had been no prior dis-
cussion between the family and nurse as to where the patient
would prefer to die. In such situations, the surviving
spouse was relieved that the decision to go to the hospital

had been made by the nurse.
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Nursing controlled decisions were very infrequent. How-
ever, the information and support given by the nurse to the

family gave them help in making their own decisions.,

4.5 POWER AND AUTHORITY

Power and authority were identified as the means of con-
trol that individuals used to affect decisions., Different
techniques were used to maintain or gain control over termi-
nal care decisions. The amount of power and authority avail-
able to participants in the interaction also varied.

Families believed that physicians had the most formal
power in the situation. The physician's knowledge about the
disease gave him a greater measure of authority over medical
intervention decisions. Physicians were also viewed as hav-
ing more status and were described as using the power asso-
ciated with this higher status to influence decisions. One
way in which physicians used their power to effect decisions
became apparent when families wanted to try unconventional
forms of cancer treament,

Husband- Dr.A. phoned to remind my wife that she
was going to have an operation. She said "no, I'm
not going thru with the operation."™ He started,
you know, putting the pressure on. And well let's
face it, he said, "look you can go to Tiajuana if
you want to, but if something happens, we won't
come running. Sure as doctors we'll try and take
care of you but don't expect, we won't go out of
our way 1if you want to go down to Tiajuana for
this stupid diet treatment."

I1f physicians did not agree with the belief system of the
families or did not support the family's decisions they were

described as becoming angry with the family.
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H- She was frustrated about the doctors not be-
cause she had cancer. She took that wvery calm.
But about the decisions, about the doctors forcing

her and telling her she was stupid, that's exactly
the word they used.

In one instance a family had taken the patient to Texas
for a treatment not recognized by the traditional medical
associations. The conflict between physician and family
about this decision resulted in the family changing doctors.
This was one type of power that the family could exercise if
they choose.

I was there with my Dad and his oncologist had
come back from his holiday and he came up to me.
He knew my mother had just passed away a few days
before. And his comment to me was "Well was it
worth it? How much did it cost you?" Well, I
thought to myself. You animal! I just got hysteri-
cal there I couldn't talk with him. And we decided
if this is the way he's going to treat us, and be
to us, we had to find somebody else. Because we
knew there were just a few months left, we had to
have somebody compassionate, somebody who would
talk, would listen, empathize! Not someone who
would say, how much did it cost, was it worth it!!

As this incident illustrated, families sometimes per-
ceived a physician's use of power over decision making as a
lack of caring. 1In contrast, the physician's authority was
sometimes seen as a confirming and supportive factor when
the physician reinforced a family's decision. One daughter
had more or less made the decision with the patient that he
should not go to a nursing home but should remain at home,
She related her need for physician support for this deci-
sion:

I called Dr.X. and I said, "My father is accepted

at the nursing home and he doesn't want to go and
I don't think he should because he's deteriorated
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physically." And Dr.X. had just seen him a week or
two before. And he said, "Well, the decision is
your Dad's and your's. If he doesn't want to he
shouldn't go." So he made us feel very good and he
said,"we'll keep up the home care." He was very
very supportive.

Frustration was often described by (families when they
could not affect decisions or actions related to decisions.
In one instance there was a delay of sixteen days from the
time a lump in the patient's breast was discovered until the
biopsy was actually performed. The husband described his
frustration and efforts he made to act on this decision:

Dr.X. decided he should have a biopsy on the other
breast to make sure in fact that that was cancer,
a malignancy. And it took something like sixteen
days for arrangements for the biopsy. When they
did it and the doctor that did it forgot to ade-
guately identify the sample to the tested for es-
trogen receptors which was the primary reason for
wanting to do 1it. So two days later they had to
redo the biopsy again and get it sent for estrogen
receptors. So that was actually the fourth attempt
in her case.

I- fourth biopsy she'd been through...

Husband - Yes, for the same purpose. Actually the
first time it was overlooked. But it was the third
conscious attempt to do the biopsy for that pur-
pose. So it became quite frustrating and that
whole time of trying to get her into the hospital
to have the biopsy was very very frustrating be-
cause we would phone to admitting and they would
say, no we don't have anything scheduled. We'd
say, we were told we were supposed to be there. In
fact, one time we were told she was to go in
Thursday night for the biopsy Friday morning. And
just as a precaution I phoned at three o'clock on
Thursday to see if it was okay to bring her and
they said, we had no record of her admission. And
so I phoned to the doctor who was supposed to do
the surgery, when I got hold of him he said, "Oh
was I supposed to do that, that's right I forgot."
You know that was virtually intolerable. And even
in the end I don't think we'd have got her in if I
hadn't phoned admitting three or four more times
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to explain the situation., And in the end it was
admitting who contacted the doctor and said, do
you want to get this person in? That wasn't Dr.X.
He was away on holiday, it was Dr.Z. or something.
We sure didn't like this guy too much. And finally
the biopsy was done February 16th, which was three
full weeks.

Families also felt powerless when it came to the bureauc-
racy of the hospital and the effect that rules and regula-
tions had on care decisions:

Husband - The frustrating part about that ward of
the hospital was that they couldn't do any active
care and so when Dr.X. wanted to do chemotherapy
he had to get her taken out of that ward to an-
other one somewhere else in the hospital. Which
seemed to me to be awful foolish, in terms of just
moving from one room to another in order to hook
up an intravenous. But anyway, we lived with that
and I understand there were rules and policies.
But they didn't necessarily make too much sense,

Families also experienced frustrations related to the
lack of authority that they perceived the nurses to have.
This was described by families who had cared for the patient
at home, where the role of the nurse was more apparent. The
nurse was the most frequent and most accessible health care
provider for these families., However, while families appre-
ciated the nurse's support, her lack of decision making au-
thority was often problematic for families and delayed
treatment decisions that affected the comfort of the pa-
tient,

Husband- The role of the nurse caused some frus-
trations; in that the VON really has no authority
to do anything. She could make no decisions even
though she would know and agree with what we
should do, maybe in relation to medications or
getting oxygen. But she always had to call the

doctor for everything and that often caused delays
for us in terms of getting answers or equipment or
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changes. The nurses seemed to know enough, it's
not that they didn't know enough, they just in ef-
fect had no authority. I could get better and
quicker results by talking to the doctor myself
directly.

One way in which the greater status and authority of
health care providers was experienced by families involved
their fear of "bothering" the physician. Families tried to
made sure that they did not disturb the physicians too much
and experienced some doubts about decisions whether or not
to call the doctor when there were changes in the patient's
condition. Decisions to call the physician were sometimes
delayed because families did not want to irritate the physi-
cian if the concern might be seen my him as unimportant.

Husband - Whenever I sensed that she (the patient)
was having trouble I would phone Dr.X. and get him
informed as to what I was perceiving being prob-
lems. Then as it turned out everytime I did end up
taking her to the hospital, or said we've got to
go see Dr.X., or phoned him and said there's some-
thing different happening, that in fact there was,
He and I have talked about if afterwards and I
suppose to some extent he was trying to make me
feel better about the whole thing too, but I was
guite concerned that I was bothering him too much.,
And he said no, everytime you have it's been a
reason,

Another theme related to power and authority over deci-
sions involved the quality of communication between health
care providers and families, In instances where communica-
tion was described as poor, physician authority was often
interpreted as uncaring.

Sister - The plan was made for her to have radia-
tion for pain. So she went to see Dr.X. He really
hit a blow to her because she went in alot of pain

and he said "well you're a young woman. You've got
alot to worry about. You've got a young family.
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You have to be careful not to feel sorry for
yourself here." And all this kind of thing! And
she was just devastated. Because it was no more
made up than the man in the moon. Being a psychol-
ogist herself she was very aware of this kind of
this kind of put down, really he was coming across
and the fact that she was a woman didn't help too
much. She fought back and he made very light of it
and made fun of her. It was just a very bad expe-
rience. And she never wanted to see him again.
However, she went through because you are kind of
helpless. You have no other way of getting the
right help. And he was the one who organized the
treatment.

In contrast, there were many cases where families had
good rapport with health care providers. In these situ-
ations, families relied upon the authority and judgment of
health care providers and saw the use of power related deci-
sion techniques as appropriate and even supportive.

Daughter~ The most important thing 1is to have
someone you can talk to. Dr.W. was the man, Dr.B.
was the man. And we also saw the other side, the
doctor who neglected him. We could never talk to
him on the phone he would not speak to us. But I
think he was the extreme. So just to find some-
body you can talk to.

Families utilized more oblique forms of power in gaining
control over decisions. For example, they would try and dip-
lomatically maneuver decisions in the direction that they
preferred.

Husband: Near the end they wanted to move her back
to Ward A and we diplomatically said we preferred
to stay where we are. So all I said, 1if anybody
else wants to go, take them first, We'll go if you
need space, but we were quite happy with the nurs-
ing care.
Families varied in their abilites to obtain response and

action from health care providers. Some families became
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skilled at learning how to access the physician and obtain
action. The communication techniques that families poss-
essed, and their clarity in requesting response from health
care providers were ways they exerted control over care de-
cisions.

Husband - When it came to the doctor, every time
that I absolutely had to get ahold of Dr.X., 1if I
felt it was very important that I did get ahold of
him, I did get ahold of him and he had time for
me. And quite often, I would try and get ahold of
him and not force the issue at all. I would say
I'd like to talk to him if I can but it's not a
priority. But everytime it was a priority I was
able to get ahold of him.

Other families had less successful physician-family in-
teraction and this affected their view of the experience.
Communication was usually poor in these instances and fami-
lies experienced frustration at not being able to convey
their preferences and concerns.

Wife - I never met his doctor, never did.

Interviewer- Did you talk to the doctor on the
phone?

Wife- I never did that either. I talked with the
doctors that worked with him.

I- So you never talked to Dr.X.?
W- No, never. And the nurses when they'd come here
they'd phone him and they'd have a hard time to
talk to him,
In cases where the family felt powerless, their relation-
ship with the health care providers was very limited. In

these situations, health care providers were described col-~

lectively and their individual identities were often unknown
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to the family. This occurred more frequently when the pa-
tient was hospitalized and the numbers of health care pro-

viders increased.

I- Was there one main physician involved in this,
who coordinated things?

Husband - Ya, he was the cancer specialist, I for-
get his name. It was his assistant that we always
saw but the other doctor was actually in charge.

I- But it was his assistant that you talked to
most?

Daughter - Yes.

Husband - After that it was just the doctor on
duty.

I- So the main people involved would have been
this doctor who was the assistant to the special-
ist. You were in the background and the doctor's
were sort of taking over in terms of directing how
this would go?
Husband - Yes.

Another type of power families used was veto power. This
was the authority that families had to withhold consent for
treatments, refuse admission to hospital, and not attend ap-
pointments and treatments. The use of this power usually
resulted in conflict between health care providers and fami-
lies and sometimes led to obstruction of further care along
that pathway. This technique was often used as a last resort
by families when they felt pressured into a decision or when
they believed their viewpoint was not respected.

The power of nurses was seen as minimal by families.

Nurses were described as providers of information and in

this sense facilitated the power of the families to make de-



70
cisions. Information was seen as the source of much decision
control.

Families relied heavily on the knowledge power of the
nurses they were in contact with even though these health
care providers had less final authority. The authority the
nurse did have was seen as validating the care families were
giving the patient at home.

Husband- The nurses, they came and checked up
every so often, health nurses?

I- Public health nurses?

H- Ya. They said it was 100% good the way I took
care of her, the way I'd feed her and everything,

The home visiting nurse was described as having power
over the amount of help families received. At times a lack
of communication resulted in inadequate resources as far as
the family was concerned:

I- Who made the decision to have Home Care?
Husband: We had a visit from the VON and I guess
she assessed the situation and decided that we
needed it.

I- Had the nurse been coming in from time to time?

H- They were supposed to have been. They weren't
coming very frequently at all.

. Sister- At that time they arranged a cleaning
lady. They said she could have it once very two
weeks, ‘

Husband - Something like that.

S- The lady that came said we should have her
twice or three times a week. (laugh)

I- She herself made that assessment.
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S - Ya, but we never did get that. Maybe once a
week eventually, but that was right at the end.

In summary, the amount of power and authority varied
among those involved in terminal care decisions. Partici-
pants used different tactics to direct decisions the way
they preferred and attempted to control the setting within

which decision making would occur.

4.6 SUMMARY

The control over the decision making in terminal care
situations took three forms: medically controlled decisions,
family controlled decisions and nurse controlled decisions.
The kinds of decisions that participants had control over
differed according to their knowledge about the disease,
their formal authority in the health care system, and the
setting within which care took place. Physicians were de-
scribed as having the formal authority and control over de-
cisions because of their medical knowledge base. Nurses had
less formal authority, but did have some power over care de-
cisions as a result of their knowledge of health, 1illness
and nursing care. Families had more authority when the pa-
tient was at home and quickly lost control when the patient
was hospitalized. All participants used different techniques
to maintain or gain control over decisions. The power that

individuals had in the interaction was not evenly balanced.



Chapter V

THE FINDINGS - INFORMATION AND MEANING OF THE
SITUATION

5.1 INTRODUCTION

Information was identified as a very important factor in
the terminal care decision making process. Information in-
cluded the facts acquired about the terminal care situation
through reading, observation, discussion or hearsay and did
not necessarily connote validity.

The decision making that occurred depended to an extent
upon the quantity of information available to participants.,
The sources of information were also identified as signifi-
cant to the decision efforts. The access to information
also affected the amount and quality of information that was
available. Participants could hold or release information to
others, resulting in imbalances in decision making abili-
ties. As well, the types of information available to partic-
ipants emerged as an important aspect of the terminal care

experience.

_,72m
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5.2 SOURCES OF INFORMATION

The primary sources of information were individuals who
were seen as having facts or knowledge about the disease and
the terminal care process. These persons were usually the
family physician, the nurse, the oncologist, and surgeons
involved in the care. The extent to which these individuals
shared their information with the family was described as
important. A willingness among health care providers to
share information was seen as positive and helpful to fami-
lies in coping with the terminal care experiences and making
decisions,

Husband - Well, I think that we were quite capable
of making the decisions ourselves. We got word
from the doctor. He explained everything to us,
you know, he didn't hold anything back from us.
He was real good.

On the other hand, in cases where health care providers
did not offer or share information easily, families experi-
enced frustration and tension:

Wife - The thing is you just can't ask the doctors
anything at all. They're really insulting. "You
know what's wrong with him!!" That's what they'd
tell you. We don't know, if we were doctors we
wouldn't have to go to a doctor.

A valuable source of information identified by families
was the nurse,. Nurses were often contributors of informa-
tion or clarified and interpreted information so that fami-
lies could make decisions.

Wife- Of course the nurses that would come, the
therapy nurse and other one, the home care nurse

they were good. They'd tell me alot, of what was
going on.
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In interactions between family and health care provider,
the transfer of information was sometimes two-directional.
That is, a health care provider who gave information will-
ingly also received information about the patient's condi-
tion from the family. This information tended to be detailed
and thorough.

Wife - I told the nurses once I didn't like his
leg, they were all swollen and there were little
red splots on it. And his ankle were light brown
and shiny. And she said, well if it opens let us
know.

Other sources of information were family members them-
selves, relatives and friends. In these circumstances infor-
mation ranged from scientific facts obtained about the dis-
ease to hearsay and misinformation. Often one person in a
family would have the most contact with the physician and
would be identified by other family members as the source of
family information and acted as the "switchboard" for relay-
ing messages to the physician.

Husband - My son Joseph had an appointment with
Dr.X. (he has them quite regularly). So Dr.X. gave
the message to Joseph and he wrote it down. So Jo-
seph then brought the news home to us.

Families also relied on relatives or friends who were
health care professionals to help them interpret information
or clarify facts given them. This informal source of infor-
mation was described as important.

There were a number of different doctors at the
lake and when advised of what the condition was
they said "well in a way you're lucky because it's

the kind of cancer that can be treated by cutting
out the tumor and putting it back together.”
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In some instances neighbours and friends gave information
that was based on their experiences with someone else who
had had the disease. They sometimes reinforced accurate in-
formation and in other cases confused families. It was nota-
ble that families recalled so much of the information that
was offered them. They also placed significance on parts of
the information that were particularly meaningful to them.
Husband - I phoned a woman who works with me, her
husband died of cancer a year before my wife. I
said, "Did it happen that your husband let's say

two or three weeks before he passed away he stop-
ped suffering?" She said, "yes". I said, "What was

the cause?" She said, "They told wus it's the
nerves that burn up.” I said, "that's all I want
to know,"

This information was helpful to the spouse in interpret-
ing changes 1in his wife's condition., The family was then
able to proceed with preparations for the patient's death.

Families also relied on written documents as sources of
information. These included books, magazines, and pamphlets
they could obtain about aspects of the disease. Written in-
formation was often a way of clarifying or interpreting ver-
bal information given by health care providers.

Husband - Then he said, "John, bad news it's very
serious she's very sick. It's acute now. Before it
was chronic. Now it turned to acute." Acute is the
fast. It was hard time for me to find out what
acute meant - anyway I found it in a book.

A number of families pursued and investigated treatment
considered unconventional by the established medical associ-

ations, The sburces of information about these treatments

were the media, such as television and magazines.
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Daughter-Well we decided that the only thing to
do, was go to Texas. I don't know if you've heard
of Dr.Brazinsky in Texas. There was a whole big
thing on television on him, alot of Canadians are
going there. On March 1, there was an article in
Macleans magazine and I remembered it. My brothers
had seen it too.

The sources of information then, included people, written
material and the media. The sources could be used to obtain
facts, clarify information or to help interpret information
families had received from other sources. These sources were
pursued to different extents, but all families talked of the
value of these sources of information and the ways they ac-

cessed these sources.

5.3 QUANTITY OF INFORMATION

The quantity of information referred to the amount of in-
formation or facts related to the terminal situation that
were available to families, No family stated that they re-
ceived too much information. Families either thought that
they received inadequate amounts of information or were
pleased with the guantity that they received, which they de-
scribed as quite complete. The importance of information was
evident as families discussed the positive aspects of being
"well informed”.

I- So the doctors were keeping her very informed
and you informed about what was going on?

Husband- We knew what was going on all the time.
That was a good thing because there's no use beat-
ing around the bush. What for? Some doctor tell us
some story, you know. We didn't need that.
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In contrast, a lack of information was described as frus-
trating for families. A lack of information often resulted
in confusion for families and sometimes caused needless wor-
ry:

Husband - Then she started to get alot of pain on
her side. And I guess that was four or five days
later when they discovered that was Shingles. And
Shingles we didn't know too much about and then
later they started referring to it as Herpes which
we knew less about, except that Herpes was some-
thing you got when you were bad. So we didn't know
there was a relationship between Herpes and Shin-
gles and that kind of stuff, nor what that was
about.

The lack of information was described by a number of fam-
ilies as being detrimental to decision making about the pa-
tient's condition and care. In one instance, a lack of in-
formation about the deterioration of the patient's condition
and the negative prognosis resulted in a family making a de-
cision to proceed with resuscitation measures. They saw this
later as a very inappropriate decision, but said that their
lack of information at the time did not permit them to make
an informed decision.

Another way the lack of information affected decisions
were at times when the patient's death was imminent and fam-
ilies were not given this information clearly. Delays in
calling other family members to be present at the patient's
death or even decisions to stay with the patient themselves
did not occur, because families reported not being told that

the patient was dying.

Daughter- My brother said, if I only would have
stayed another week, or if they only would have
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told me, he could have arranged. He could have
arranged. Because he could have taken time off to
be here. So he's..

Husband- He's upset.

In some instances, the incompleteness of information re-
sulted in confusion and distress for families. They might be
told parts of information but not all the information that
they needed to know 1in order to understand and implement
care decisions. For example, one family described their ex-
perience when the patient underwent a toxic experimental
drug treatment:

Husband - Methotrexate is the drug that they
were using and it is extremely toxic. What they do
is they have to flush this out of your system. The
problem is the kidneys, it effects the kidneys ap-
parently. And, they give you an antidote that must
be taken in oral form, tablets, must be taken
every forty-eight hours. And, what they did is
they finished her Methotrexate treatment and with-
in a couple of hours they gave her these tablets,
she took three at a time and watched for the reac-
tion to it and waited to see if she would gag and
throw up or whatever, whether these things would
stay down. Then they stayed down and they said,
"okay, fine, here's the prescription for it and
away you go." And I thought that was really poor
in a sense of that this is so crucial that she
take these every four hours without fail right
thru the night you know. We had a schedule right
thru the night and I set the alarm and was waking
up every four hours but you know how nervous I was
that she was, you know, if that alarm doesn't go
off. And anyway, she survived that period and we
were supposed to at the end of twenty-four hours
and at the end of forty-eight hours she was sup-
posed to go and have a blood test. Anyway, this
fell on a Saturday and so we went into the hospi-
tal. Well they don't do the testing at the hospi-
tal where she's being treated. It has to be done
at the ABC hospital. Then we found out that there
was no one at that hospital on duty that can do
this test.
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Sister- The appointment had all been set up, we
were supposed to just go and say your name. Of
course, you're in a panic if you don't get this
blood test. He said you must have this blood test
on Saturday and it was for his research. Not life
and death.

Husband - We understood it was life and death. We
had to see that this antidote had worked.

The incomplete information that the family had about the
reasons for the blood tests and the seriousness of the drug
resulted in much strain for the patient and family.

In another situation, the family was given information
about the palliative care ward that provided them with imme-
diate access to a hospital bed if necessary. The information
that was not given was that the ward was for terminally ill
patients.

Husband - We got a call from the home care nurse
one day, saying, 1if you need it you can come to
this certain ward and nobody told us what it was
and we didn't know what it was. Other than we
thought it was a good deal to have access to hos-
pital on demand, sort of. But it was a good week
or ten days of her being there before I finally
figured out what that ward was all about. And why
in fact she was there. And nobody had told us up
to that point that things were as severe as they
were and that was the only reason she could get
there because she was already - identified as be-
ing terminal.

The completeness of information was therefore an impor-
tant aspect of the understanding families had about deci-
sions and care. If there were gaps in explanations; confu-
sions or needless worry resulted for patients and families
as they tried to piece together what was happening to them.,

The amount of information available to families was very im-
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portant to them. In no instance did a family say "I wish
they had told us less". All families either appreciated the
fact that they were informed or regretted not having more

information available to them,

5.4 CONTROL AND ACCESS TO INFORMATION

Families described the regulation of information that oc-
curred by individuals in the terminal care situation as an
important factor that affected their access to facts. There
appeared then, to be two forces operating when it came to
information sharing. One was the control of information by
those with the information and the ways that they limited
release of facts. The second element was the techniques and
abilities of others to secure the information. Therefore,
the communication and interaction between participants was
central to this issue,

Health care providers were identified most often as con-
trollers of information. The ways that they controlled in-
formation included the ways they answered questions, the ex-
tent to which they offered explanations, the degree to which
they would interpret facts and their availability to fami-
lies. In some instances health care providers were described
as being evasive when it came to giving information and an-
swers to questions.

Now the thing is that they told my wife before the
operation that the cancer was local and they argue
the point that it was strictly local. There was

nothing to fear, after they operate, they take out
the womb, and that would be it. She'd be okay and
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everything, so I asked Dr.X. "what did you find
out?" He says, "the operation went alright." I
said, "You know Dr.X. at my age you better tell me
the truth. I'm not the kind of a man you fool
around with., What did you find out? I'm not asking
you if the operation went alright." I got a little
mad. I said, "I want to know what you found while
you were operating!”

Families also encountered a lack of clear information
from health care providers when it came to questions about
the prognosis and expected length of time to live:

Husband - It had been a very large tumor and he
said the prognosis was not good. Then I remember
my wife asked him what does that mean, how much
time have I got or whatever. And he sort of evaded
the question by saying what the situation is. He
said I've seen people with worse conditions than
your's and they've carried on for some time, and
I've seen others whose condition is much better
that your's and who went very quickly. That was
what he said.

The sharing of information by health care providers with
families facilitated a trust in this relationship. This was
described as important when emergency decisions had to be
made and the consent of families was not possible.

Husband- And in terms of some of the other deci-
sions, I think that the doctor kept us fairly well
informed as to what he was planning on doing and
so on. And I guess in fact, some of the things at
the end, like when she was taken for emergency
surgery; that was done without my consent actual-
ly, and I don't know whether Anne had signed a
consent form or what. But Dr.X. just felt from
what we had talked about that I knew that would be
okay anyway. He was right, it was okay. I think we
had developed a mutual trust.

Families also controlled access of information to each
other. 1In some instances, one family member had the main

contact with the physician and was then the source of infor-
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mation. The degree to which this person chose to protect
others from the "news" effected the information available to
other family members. For example, in one particular family
there was a language barrier between the physician and fami-
ly. The patient's husband understood more English than the
patient; therefore, he was able to keep her from knowing her
diagnosis for the five years that she had leukemia.

Husband - Dr.X. says straight "you have achronic
leukemia, it's not like the movies," he says. Just
like that. But 1it's very serious. That type of
disease, most of the time five years, maybe a lit-
tle bit longer. It depends on how fast it go.
Anyway, I says to the doctor, "it's possible to
hide from her?" He said "No, I have to tell her."
Anyway my wife has the problem to not understand
very well the language. Which was just perfect for
me. Because I give you my reasons. Now some Greek,
it is a Greek philosophy to hide to the patient,
they are not strong enough as they are 100%, it is
hard for the personality. So I hide from her.

There was a cultural belief in this family that the pa-
tient should be protected from the knowledge of her disease.
For this family the decision to not tell the patient the di-
agnosis was seen as the right one.

The extent to which families knew the facts about the pa-
tient's terminal illness depended to a large extent on their
ability to ask questions and whether or not they knew what
questions to ask. In some situations, the fact that families
did not ask questions left them very unaware of what to ex-
pect and they felt guilty later that they had not known what
was going on.

Daughter - And I don't know if my father and I

are both just too guiet and don't ask enough ques-
tions, but we were not aware that she would -
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that the cancer was that bad that she would die.
Right to the end we didn't know that, because, it
was a shock.

In other instances, families were very assertive and
clear about the questions they had and the answers they
sought. For example, one patient had lost her ability to
speak. She would write down her questions for the doctor and
the patient's husband wéuld deliver the list of questions
and concerns to the doctor before her appointment with him.
Then, when she attended the appointment he was prepared to
answer her questions and all participants felt satisfied
with the interaction and the use of time.

In summary, the control and access of information was an
interactional process that involved the communication skills
and motives of those involved. The process was not described

as always clear and smooth and there were a number of ways

in which the movement of information could be affected.

5.5 THE "FORMS"OF INFORMATION

The information that was communicated between partici-
pants varied 1in the kinds of facts that were available to
families about the terminal care situation and the ways in
which these facts were presented. Information was sometimes
given in a direct, "cut and dried" way that permitted clari-
ty for families as to what was happening.

Husband- Everybody knew what she had from the be-
ginning. Dr.X., he tells it 1like it is. He's a

good man. He told us, her too. We knew what was
cooking, you know, how bad it was.
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In other situations, families described a number of more

subtle ways in which they were told about the diagnosis or

the severity of the disease. These same families said that

they did not know that the patient's condition was that
critical.

Daughter- Dr.X. came in and he told us why, 1like
they could put a tube down and suction? Suction
it, because she couldn't clear it anymore, the
fluid in her lungs. And he said there should be no
problem, they could clear it out. And the second
time they told us to leave and she died.

This incident demonstrated how information intended to be
soothing or gentle could be so vague that the family did not
understand what was actually occurring. Families described
words such as "stabilize" or phrases such as "slow down the
cancer", or the fact that "there were things they could
try", as ambiguous statements that gave them hope, sometimes
false hope. One such instance occurred with a thirty- seven
year old woman who had breast cancer and extensive metasta-
sis:

Husband - 1 went down there and spent a few hours
with her as she went through two or three of these
seizures. I had never seen a person seizure be-
fore. And they were quite severe. But then that
led to more brain scans and things 1like that and
radiation on her head. And she was starting to
lose her hair and then she got confused again,
And at that point it was about the last week when
Dr.X. had to be away and he had really said at
that point that there was nothing more that he
could do. We could just hope and wait that she
could settle down and stabilize for awhile, even
in the condition she was in before they could do
anything else., Some of the other resident doctors
were trying to tell me that there was no hope.
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The patient died a week later and the husband recalled
how he held on to Dr.X.'s words at the time, wanting to be-
lieve that there was still hope of recovery or at least more
time with the patient. When the patient did die he described
it as a "shock".

Information could also be given in technical medical lan-
guage that had little meaning for the family. Families would
often not question the information given because they did
not really understand what had been said to them. As a re-
sult, clarification of facts through a two-way dialogue did
not occur. Families would go home hoping to find out from
another source what the health care provider meant.

Husband - Our doctor didn't say anything. Just, "I
want you to go and see Dr.X. at the oncology
unit." So that's the first time we heard of that,
we didn't even know what oncology meant at that
time. We found out later on.

The specificity of information given varied. Some infor-
mation involved descriptions of the diagnosis, the prognosis
and availability of treatment. This information was given
usually by physicians. Other types of information included
ways to care for the patient, how to obtain home care, the
interpretations of symptoms, and expected side effects of
drugs and treatments. This type of information generally
came from nurses and friends and relatives in the patient's
support network. It was often this detailed type of informa-
tion that was described as important to the families' abili-
ty to cope and the day -by-day physical and psychological

comfort of the patient.
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Husband - You see we had these charts on the wall
and the VON, she used to come every day and check.
And the charts of the medication she had to take
were on the wall, and if there was something we
couldn't handle we phoned the VON and she'd come
right away.

The family described this detailed type of information
and guidance as helpful to the daily care of the patient.
This type of information was especially useful when the pa-
tient was cared for in the home. However, the information
available to these familes ranged from detailed advice about

care to general vague comments about the patient's condi-

tion.

5.6 SUMMARY

The information exchange that occurred in the terminal
illness process was described as central to participation in
decision making and affected who controlled decisions. Those
with more information were seen as having more power over
the plans and choices made. There were a number of sources
of information identified and participants used approaches
to attempt to access facts. The success that families expe-
rienced in obtaining information was described in relation
to the quality of interaction between health care providers
and themselves. The quantity of information available was
often stated as inadequate. Also, the form in which informa-
tion was given to families was important and was most useful

when it was specific, unambiguous and thorough.
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5.7 THE MEANING OF THE SITUATION

One category of responses that emerged in the research
was the meaning of the situation as perceived by families.
This theme was identified as the families' interpretétions
of the information and experiences. The interpretations re-
sulted from a synthesis and understanding of the facts, the
significance they placed on the information, and previous
related experiences. One element that fell into this theme
and contributed to the meaning of the situation for families
was their own definition of health, 1illness and disease la-
bels. These personal definitions were central to their be-

liefs about health and illness.

5.7.1 Definitions of Health and Illness

The definitions of health and illness were the character-
istics and boundaries that families wused to classify a per-
son's state of well -being or disease. A common way that
health and illness were described were in terms of the ac-
tivity level of the patient and their ability to function in
their normal roles. For example, one patient had had a lump
in her breast for ten years and she refused to seek medical
attention. Her family described her as very "healthy" during
those ten years:

Husband - Oh, she was in such good health.

Daughter - She never, bright and early in the
morning, never see her sit there and not feel
good. Everyday she'd be on the go. And she'd walk

for miles. She'd walk down and take the bus. To me
she didn't seem sick. She seemed very healthy.
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Families also responded to disease symptoms from their
own personal definitions of health and illness. As a result,
symptoms were often ignored and medical attention was de-
layed. One component of illness for families that related to
whether or not symptoms were seen as serious or illness-re-
lated was the extent of pain present. In situations where
patients experienced no pain, a decision to seek interven-
tion was often delayed.

I- There was a period of time where there was
about a month's delay before you went to the doc-
tor in the first place. What was happening then?
Were you thinking it's nothing, or...

Husband - We discovered it one night and went to
sleep and got up the next day and neither one of
us remembered. Then it was about ten days later
when we rediscovered the lump and said "Oh ya, we
forgot about that", and then it went about another
week when I finally said "Did you make an appoint-
ment with the doctor to see about that lump?" So
that's how it went. It was a matter of us knowing
it was there and never becoming concerned about
it., It wasn't being pushed aside purposely or any-

thing., else, It was just something, you know,
there was no pain, Mary couldn't tell it was there
in any other way, except when I found it - it

wasn't a conscious decision not to go and see the
doctor. It was just forgotten. Had it been pain-
ful at all, she'd have gone right away.

In other cases, patients would sometimes tolerate incon-
venience due to symptoms or discomfort over a lengthy time
period before deciding that they were unhealthy and should
seek medical care.

Daughter- They took scans and then they saw with
the bone scan, it had infiltrated everywhere and
the source was the prostate, which, even at the
cancer 1insitute they told wus that it probably
could have been avoided. He probably had the can-
cer for many many years.

I- And he never had any symptoms?



89

D- Never any symptoms, well, maybe he did have
trouble urinating or, well he used to run to uri-
nate every hour, half hour, but he never com-
plained.

Decisions to seek medical help came usuélly when, accord-
ing to the families' criteria the patient was ill. This of-
ten meant that the patient's ability to function had been
altered. 1In a number of cases, the patient's bowel function
had become obstructed and hospitalization was necessary.
Symptoms such as extensive weight loss, uterine bleeding,
detected lumps, persistent coughs, and wurinary frequency
wvere not identified as deviations from health and cause for
medical attention, Therefore, the significance of the pa-

tient's and family's definitions of health and illness were

central to health care treatment and decisions.

5.7.2 Reactions to Facts and Events

Families' responses to information and events in the ter-
minal care experience varied according to their interpreta-
tions of the facts. Often information would be given to
families and the meaning they would attach to the fact would
be inaccurate. This was the case in one family when the pa-
tient and spouse were told the findings of the surgery.

Husband - It was about a five day wait before we
got the actual words from the surgeon as to what
the actual biopsy was. He said, "fortunately all

the nodes that he'd removed, everyone of them was
infected."
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The family interpreted this information as "good news"
thinking that the cancer had all been removed, when in fact
the surgeon had also said that visually he could see that
"the cancer had spread throughout the system".

The family also reacted to and made meaning out of com-
ments and reactions of others. In one situation the forty-
year old patient and spouse had gone to see the physician
and related the following exchange:

Husband - 1 remember Barbara went back next week
to the family doctor and she pointed out that
there were already lumps around the neck area and
I remember being with her and the G.P. looked at
her and he just sort of shook his head and said
"you're so young." Right away, you know what the
situation is.

The sensitivity to the interpretations and responses of
others affected the family's interpretations and reactions
to the situation. Families also attached great meaning to
"turning points" or events 1in the illness episode that
prompted their awareness of the seriousness of the patient's
condition. For example, one family remembered being told the
patient had "three days to live". This prompted a number of
decisions related to funeral arrangements and notification
of family members.

Husband - And then, the last Christmas we had her
in the hospital and they only gave her three days
to live and she lived a year. But we had everybody
in then, she came right back.
The reasons why the patient was given "three days to

live" were not clear to the family. Their understanding of

why the patient lived a year after that time was also incom-
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plete. However, the statement that was made to them was a

turning point for the family in recognizing the severity of

the patient's illness and gave them some preparation for her
eventual death.

The reactions to events also included responses to knowl-

N a - -

edge of the diagnosis. Most families used the word "shock”
in hearing the diagnosis and prognosis. Reactions included
disbelief and words such as "unreal" and "tragedy". These
responses often included descriptions of the incongruence
between the patient's healthy state of being and their per-
sonal characteristics.

Daughter - Dad was working, he was alert, had a

business up until last Christmas time. He was run-

ning a business and he was actually doing physical

labour at eighty-five. I mean he was an amazing

person, this was a tremendous shock.

The shock and disbelief that families described at the
early stages of the disease when they learned of the diagno-
sis coincided with a passive decision making role for the
family at this point. Later they became more active, but
initially were carried along with the plans and treatment
that the doctor usually initiated. One surviving spouse re-
called his wife's reaction to the diagnosis:

Husband - She didn't say much until Robert left.
Then she went hysterical for about five minutes.
She said, "I don't want to die - what can I do?"
She was going sort of mad, like she wanted to tear
everything apart. But then she calmed down.

The reactions to the disease were very important aspects

of the experience. It was noted that information could be
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heard, misunderstood, or not heard. The early diagnostic
stage of the disease seemed to be a particularly crucial
time when significant interpretations of information occur-

red.

5.7.3 Identification of the Situation as Terminal

The meaning of the terminal care experience was especial-
ly evident at the point when the family labelled the disease
and the prognosis of the disease as incurable. Knowledge of
the disease itself or the diagnosis was not synonymous with
an incurable prognosis. The way in which this information
was given to the family varied, In some cases this message
was given very indirectly. At other times it was given re-
peatedly in different forms or in a forthright and clear
way. The time at which families labelled the patient's dis-
ease course as terminal did not always coincide with the de-
livery of that message by health care providers., However,
the more directly the message was given, the more clearly
families themselves applied the label of terminally 1ill to
the patient.

Daughter- To myself I realized that she was going
to die, and I asked the doctor and he said they
can't, they can't give or put a time limit on any-
body's life. Well I didn't want a time limit. I
just wanted him to say to me "Your mother is not
well. She is, you know, she is not going to get
better."

The definition of the situation as terminal did not al-

ways occur at the same time for all family members. Often
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the patient had a more open sense of the finality of the
disease than the family. The identification of the situation
as terminal was influenced by the families' view of the ap-
propriate length of time that they believed people lived

with cancer. One surviving daughter stated:

She never thought she was going to die, she had
so much hope and the last week or two she was
slipping in and out of consciousness. At one
point, yes as a matter-of-fact, at one point she
said "I'm dying." We said, "Oh come on Ma, you're
not dying." She said, "No, I'm dying and I want a
graveside service." So I sort of remembered that,
but I thought she's going to get better, she's not
dying. 1In a year or two but not now. And she al-
ways said, "with cancer you don't die so fast, you
have to struggle. You suffer and struggle for a
long time."

Families also observed the attitudes and approaches of
health care providers and made interpretations of the seri-
ousness of the patient's condition. If the behaviors they
observed were not consistent with their definition of care
for a terminally ill person, they might not label the situ-
ation as hopeless.

Daughter - To me, in my mind, 1it's 1like they
looked after her, they pushed us aside, we'll look
after her, I remember that's the feeling I had

- then and I have now. Not that I knew she was going
to die, but the... and that's another reason why I
didn't think anything was too seriously wrong, no
special attention to her. Just another patient.
You know, you feel that, I always thought that if
somebody was going to die, the doctor would maybe
say, you know give her a little more attention or
you know, treat her special. But there was noth-
ing. Just go to the hospital, doctors would come
in and look at her, they'd say "things are good
today, things are looking good."



94

The family's understanding about whether the patient was
considered curable or not depended on the meaning families
gave to the medical treatment interventions. In some cases
the interventions were for palliative purposes according to
the physicians, but families interpreted these aggressive
treatment efforts as 1indicators of hope for recovery. For
example, one forty-year old woman had been told that the
bowel cancer had metastasized throughout the abdomen and had
spread to the neck, lvmph glands and spine. She was advised
that no chemotherapy was available to her, Her surviving
spouse described the aggressive approach to treatment:

Husband - They didn't know what they could do for
her. The decision was mainly our's and her's that
we try the chemotherapy. Then it ended up that the
5FU wasn't working and the doctor recommended try-
ing this experimental drug. And at that time, what
he said is that we haven't run out of things that
we can try. It almost looked like there were sev-
eral things that he could do, try this, try that,
and maybe eventually we'd hit on something. And
since she didn't have difficulty at all with the
5FU treatment, we figured, okay let's go ahead and
really purge this thing.

The labelling of this situation as incurable did not oc-
cur. When the patient did die at home in the night, an ambu-
lance was called and cardiac resuscitation was attempted for
forty-five minutes. The family described these decisions and
the aggressive care the patient received as excellent.

In contrast, families would attach the label "incurable"
to the disease at the time of the diagnosis. This was usual-

ly a result of the information given by the physician at the

time of diagnosis. In some cases, the label of the situation
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as "incurable" was assigned prematurely by patient and/or
family. In one case, the patient believed that cancer auto-
matically meant death. She delayed intervention for a number
of years because she thought that there was no possibility
of treating her condition.
nilies also described the labelling of the disease as
incurable as a result of their observations of the patient's
symptoms. They sometimes stated the knowledge as "they just
knew", and did not need to be told specifically by anyone.
For example, an elderly surviving spouse said that the doc-
tor always told her that her husband had emphysema, but she
believed "it must have turned to cancer". She stated, "for
myself, I could see him going down, you know, he wasn't as
good. I knew he was terminal and the doctor, I guess he knew
that he was finished."

The definition of the disease as terminal by families was
a very significant part of their experience. This interpre-
tation of information affected decisions and interactions
between family members. This theme identified the difference
between information and understanding or knowledge of the

situation.,

5.7.4 Hope
The fourth property that was identified within this cat-

egory was the notion of hope. Hope referred to the expecta-

tions or anticipations by the family and patient of what
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would happen in the situation. 1In some instances, hope was
described in terms of the expectations for more time with
the patient, or wishes for a delay in the illness process.,
The wish for more time often resulted in an aggressive ap-
proach to treatment. This was true in cases where the pa-
tient was seen by families and health care providers as
young.

Husband - I thought we could go alot longer, until
about the last week. I had not given up hope un-
til the last week. That was kind of it for me. I
felt you know, at least we can get it to stabilize
where it is, and maybe there's some hope of, if we
hang on a month, then maybe we can hang on two
months, three months...

In some families, the hopefulness they held onto affected
their awareness of symptoms that indicated physical deterio-
ration of the patient:

Husband - What happened was I could see a marked
deterioration and on the other hand was still
hopeful that this was just because of the radia-
tion,

One family took the patient to a clinic in Texas that
utilized an unconventional form of treatment - a drug made
from urine that was injected into a vein in the patient's
neck. The patient was eighty years old and was diagnosed as
having pancreatic cancer that had infiltrated the 1liver,
stomach and lungs. The reason for seeking alternative treat-
ment was because the traditional medical practitioners had
offered "no hope."” In contrast, the hope that the unconven-

tional treatment offered was described repeatedly:

I- So then when you went to Texas and she was get-
ting this treatment how was it then for her?
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Daughter - She 1lived in hope. Her appetite
returned at that time, which was quite amazing and
she was hopeful and we were hopeful. And we saw
the last two weeks there was no hope because she
started to, Jjus a total breakdown of everything.
But up to then, he promised her nothing and he
said I've been successful with one person like you
and he's more successful with lung cancer but I'm
told any type of therapy is more successful with
lung cancer. He gave her hope though and this was

S ~a cr el EaeT  locmas d e o ke maam e SR
important. I feel wonderful having met such a per

son,

Hope was important in helping patients and families cope
with different stages of the patient's illness. At the be-
ginning of the disease process families talked of their
hopes for recovery, and hopes that things would not be as
serious as they turned out. For example, one widower stated
that at the beginning "there was hope that it wasn't going
to be as bad as it was". These feelings were expressed be-
fore the patient's surgery had been performed, and before
the family knew the definitive diagnosis. The patient, a
forty year old woman died ten months later.

In some instances, hope of recovery or remission left
survivors unprepared for the death of the patient. For exam-
ple, a thirty-seven year old woman with metastasized cancer
of the colon underwent a very aggressive chemotherapy and
radiation program even though her prognosis had been very
unfavorable. The family interpreted these efforts as hope
for recovery and were shocked when she died.

Another example of the presence of hope occurred in a
family where the husband kept the diagnosis from his wife

for the entire course of the disease. He described his hope
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for a cure as a sustaining belief that helped him cope with
the lonliness of his knowledge:

Husband - Now the reason I hide because, she
could collapse fast or she could go for many
years. But I was hoping already I'm not too relig-
ious, but in this case maybe, eh? And then I says
well if I talk then she collapse, but if I don't
talk, maybe we never find something to cure. But I
was hoping. The doctors say fine. I was reading
all medical reports in magazines, Macleans, Time,
if something 1is found we will find out. So 1if
there is a cure you'll know. First time I thought
we got five years, we got ©plenty of time to find
something. There's always hope. The doctors they
make big progress in every respect.

Families also said that they would often decide, with the
patient,to proceed with treatment for which there was little
expectation of recovery because it was the only thing that
offered hope.

I- And so 1if you make the decision again, would
you still go ahead with the chemotherapy?

Husband - Oh yes. That's the only means they've
got. What can you do?

Participation in experimental trials represented an ac-
tive approach to the disease and gave patients and families
hope and a feeling that they were fighting back:

Husband - At her next appointment the doctor said
that there isn't a drug that is effective for this
particular variety of cancer. There is one drug
that has been in use for about twenty years or so.
It's BFU and it isn't very successful on it at all
but it doesn't really have much in the way of tox-
ic side effects and he did say that he had two pa-
tients in some ten year span that did seem to re-
spond to this drug. He said there was no harm in
trying that anyway. The doctor was working in
conjuction with another fellow who actually spe-
cialized in that variety of cancer. We felt that
at least we had the best doctors available. Any-
thing that was going on we'd know about. And they
were actively doing research in this area.
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For some families the notion of hope was described more
desparately with a willingness to "try anything" or "grasp
at any possible treatment”. A surviving daughter described
the family's willingness to try anything when her mother was
given no hope and they "couldn't accept the fact that she
had to sit down and die.

Daughter - "I want to try anything," she'd say.
John (son) would say "this is the place.”" And she
would say, "anything, yes I want to go". 1In fact,
when she found out she had cancer right at the be-
ginning of April, they had to move out of the
house, my brother said to her, at this point we
thought we should take her to Texas, but he heard
of another doctor, Dr.R. He gives you a diet and
he's cured everybody, arthritis, rheumatism and I
don't know about cancer. Well, John wanted her to
go on this diet, it was only eating vegetables, no
protein. My mother was willing to try that. About
a week later John came and said, "you know, you've
been on this diet for a week, you're losing a lot
of weight, but you were supposed to lose weight
and rid your body of the cancer." This was this
man's theory, which was really so crazy when you
think of it. We were trying anything we could
think of.

The daughter described her brother's hope for the diet
and the family's need to believe in some type of treatment:

Daughter- He hoped maybe the diet, he knew the
writing was on the wall, he knew once it's in the
liver, the lungs and probably the pancreas. Al-
though the ultrasound didn't indicate so. But the
doctor said it probably was.

I- Did he really believe in this or was he then
looking at it for the hope factor?

D- We all started, we read his book and we started
to believe in it. But then afterwards, we saw it
was ridiculous. I guess the diet, we believed in
it, we were hoping, we were trying anything.

I- Really grasping at that point?

D- Grasping, yes.
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It was evident that hope was very much apart of the
meaning families gave to the terminal care experience. Hope
was described in relation to how information was perceived;
how treatment and the illness process were viewed and the

kinds of expectations families held.

5.8 SUMMARY

In summary, the category identified as "the meaning of
the situation” was the framework within which many other de-
cisions were made. The theme involved a further step than
simply obtaining or not obtaining information. This category
differentiated between information and knowledge. Knowledge
involved the families' interpretations and synthesis of
facts, observations and prior experiences., Their definitions
of health and illness affected decisions about when to seek
treatment and their knowledge of the severity of the dis-
ease. There were also examples of the different ways fami-
lies responded to and interpreted facts. The clarity of
presentation of information was identified as significant to
the potential confusion of families' interpretations,

A third issue emerged separate from the families' knowl-
edge of the diagnosis. This was the families' label of the
disease as incurable. The time at which this label was giv-
en was not the same for all participants. As a result, in-

teractions between participants were affected.
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The last concept that was present in this theme was the
notion of hope. The hope held by families affected the ways
that information was heard and the meaning that families

gave to the terminal care experience.



Chapter VI

THE FINDINGS - PATTERNS AND CHARACTERISTICS OF
FAMILY INTERACTION

6.1 INTRODUCTION

The study indicated that there were identifiable tenden-
cies of behavior between individuals as they interacted
about choices made in the terminal care situation. These
were labelled patterns of family decision interaction and
were evident in three ways: (a) one-person decision making
patterns, (b) joint decision making patterns, and (c) myste-
rious or unknown decision making patterns.

Characteristics of these patterns were also noted. These
were the qualities of the behavior between individuals as
they made decisions. Four characteristics were defined: (a)
decision making conflict, (b) interactions of indecision,
(¢c) fortuitous decisions making, and (d) planned or organ-
ized decision making. The ways that the characteristics of
interaction occurred with the different patterns of interac-
tion varied, and one could not predict the association be-

tween the two.

- 102 -
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6.2 PATTERNS

6.2.1 One-Person Decision Making Pattern

This pattern refers to the tendency of the decision mak-
ing to rely on one person in the family. In some instances,
the decision maker was the patient and the family respected

Py )

hi n 1S . There were many examples

his or her wishes and decisio
also of the patient's control in decision making, especially
the decision of where the patient would die. The family gen-
erally accepted the choice the patient made even though they
often had anxieties about managing the patient's death at
home.

I- So she died at home.

Husband- Ya, she wanted it that way. That's what
she wanted.

I- And that's what you wanted too?

Husband - Wwell, it's what she wanted. It's not
what I wanted, but it's what she wanted.

In some families the one-person decision maker was a
strong family member, sometimes a son or daughter. 1In these
families the decision maker was actively involved in obtain-
ing information, acting as the switchboard operator between
family and physician and was usually not the direct care-
giver. Families relied on this person heavily and supported
this decision making pattern with little conflict. This pat-
tern was not discussed as the form that decision making
would take. Rather, the stronger decision making person

would assume the role and the others became less active. A
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distinguishing characteristic of this pattern when it was
assumed by someone other than the patient, was that the de-
cision maker protected the others, experienced the weight of
responsibility, and often controlled the information availa-
ble to others. For example, one spouse assumed a very strong
decision making role in the care and had frequent direct
contact with the physician. Together they decided that the
patient should go into hospital and stay in hospital. The
patient was not included in this decision and the spouse de-
scribed his intentions in keeping this decision from her:

I- What was your thinking at that point?

Husband - Just trying to keep everything as calm,
like in terms of not telling her?

I- Yes.

H- Just really to keep everything as calm and qui-
et as could be. And I didn't want to have Joan be
worried about anything extra at that time. So I
just didn't feel it was necessary at that time to
tell her that she was going 1in and staying in un-
til it gets better.

The interactive element of this pattern was quite evi-
dent. In families where patients were more passive, a family
member usually took a stronger decision making role. In fam-
ilies where the patient was more dominant, families stood
back and complied with the patient's decisions. The way
this pattern developed was not discernable. It was not clear
whether the patient became passive in response to a more

dominant family member's control, or whether that person be-

came more controlling in response to the patient's depen-
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dence on them., Although the sequence of this pattern was not
evident, the interactive quality of the pattern was appar-

ent.

6.2.2 Joint Decision Making Pattern

Joint decision making patterns referred to patterns of
decision making that occurred in a collaborative form within
the family. This was a commonly described form of decision
making,
Husband - And we had both decided when the whole
situation started that as much as possible for as
long as possible we would try and keep everything
as normal as possible. And especially when it came
to the kids. That would be our number one priority
regardless of what was happening to either one of
us, was that we would try and make sure that their
lives were as normal as possible. So that was
something I felt we'd made jointly.

Many families described the ways they discussed informa-
tion and alternatives as they arrived at joint decisions
about treatments, daily care, and death related plans.

I- So the doctors and yourself and your wife were
all participants in the decisions and she had alot
of final say.

Husband - That's right. Or she and I would discuss
it between us, or my daughter would discuss it and
we'd decide what to do.

Families also talked of the kind of joint decision making
that occurred as a result of years of knowing each other.
These decisions were not as frequently discussed, and were
stated more in terms of understood preferences. In these

families, decisions were assumed rather than negotiated and
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there was a calm assurance that individuals knew what each
other wanted. This was particularly true of elderly couples
who experienced the terminal illness of one partner. The
years of knowing each other allowed these families to pro-
ceed with many decisions without negotiation or discussion.
One widow remembers the way it was decided that her husband
would die at home: "It was never really discussed, it was
just assumed that he would be here, and I never wanted to
change that."

The awareness of the patient's preferences 1in decisions
was apparent when the patient deteriorated physically and
decisions had to be made on his behalf. Even though they
were not discussed, the decisions represented a mutual un-
derstanding. For example, when decisions were made as to who
would be present when the patient died, families represented
the patient's wishes about this decision. One widow talked
of her knowledge of the patient's preferences about who
should be present on the day that he died: "Well, I know he
wouldn't have wanted the family to come really, and yet he
didn't want to say don't, I know he wasn't, well, he had a
great need for a sort of orderly day."

In some families, decision had been made jointly years
ago in preparation for the death of one or the other spouse.
In these situations, families were able to make decisions
guite easily because they knew what the patient's preferenc-

es wvere,
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I- Had your husband made any arrangements or
talked about how he wanted things to be after?

Wife- Yes, well we both had done that a long time
ago. We paid for our plots and funeral and every-
thing. When you're our age you think about things
like that. And we didn't know who would go first,
and to leave the other one with all that to do
wouldn't be very good.

I- It sounds like you had planned things.

W- Yes. We were prepared and we wanted those
things arranged.

Another older couple had discussed decisions about crema-
tion after death. This represented a planned joint decision.

I- Had your wife made any of those plans herself?
Had you talked through those decisions?

Husband - We hadn't made any plans but we said we
wanted to be cremated. Immediate cremation, so
that's what happened.

I- That was a decision you two had made a long
time ago?

H~ Ya, we said that a long time ago. We both said
we wanted to be cremated.

It appeared then, that joint decision making could be ei-
ther negotiated or understood. Families collaborated and
discussed alternatives and made numerous decisions wusing
this pattern of interaction. The interaction between family

members in these situations was described as supportive.

6.2.3 Mysterious/Unknown Decision Making Patterns

The pattern identified in this category referred to
choices that occurred and affected the family when the fami-

ly had no knowledge of the source of the decision. This pat-
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tern was evident when families described events as simply
"happening" and when questioned about who made those deci-
sion they did not know. They generally supposed decisions
originated with physicians when they were unsure of the
source. This pattern of decision making interaction was most
frequently seen when families were asked about home care ar-

rangements.

Wife - The orderly came just a month before he
died, but the nurses had been coming here for over
a year,

I- Did Dr.X. arrange for the nurses to come?
Wife - I don't know. I guess so.

I- Who decided that it would be good to have an
orderly?

Wife - Well I guess it's Dr.X.

Often, the home visiting nurse would be described as be-
ing involved but families did not always recall how they ac-
cessed this resource or who "sent the nurse". Their vague-
ness about how home care needs were assessed and how they
obtained home care help sometimes resulted in inadequate
services.,

I- Did she have Home Care at that point?

Husband - No.

Sister - Not at this point.

Husband - We eventually did get home care, but not
right at that time., The last ten days or so we

got home care.

Sister - She certainly needed it then of course.
It would have helped to have it sooner.

I- Who made the decision to have Home Care?
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Husband - Well we had a visit from the V.0.N. and
I guess she assessed the situation and decided
that we needed ti.
I- Had VON been coming in from time to time?

Husband - They were supposed to have been. They
weren't coming very frequently at all.

One family described their distress and confusion when
they found out that the patient was going to be sent home
from the hospital and was to be "taken off all treatment”.
The lack of communication between family and physician left
the individuals wondering about the source of this decision
and the rationale behind it. The daughter stated: " I don't
know. It struck me at the time. What is going on? Have they
given up, or was it mother's decision or what?"

The mysferious or unknown decision making pattern was
less common than the other two patterns of interaction. How-
ever, the effect of this pattern was described as signifi-
cant to the terminal care experience.

There were occassional blends of decision making patterns
within the same family. Sometimes decisions were made solely
by the spouse. For example, one widow recalled the decision
about where the patient would die: "We always let him decide
what he wanted to do. The only thing I didn't agree with him
about is when he wanted to die at home. I didn't like
that.”

The same spouse might be less active in the other deci-
sions and a different decision making pattern might be seen
in the same family. However, the decision making pattern

within the family was generally quite constant.
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6.3 CHARACTERISTICS

6.3.1 Decision Making Conflict

Conflict in the decision making process referred to disa-
greement in the family about the terminal care choices. This
conflict was evident in all three patterns of decision mak-
ing interaction. In some cases, the decision making control
of the one-person decision making pattern resulted in con-
flict and strain among families. For example, in one family,
the surviving spouse had decided who would be present at the
time of the patient's death. This resulted in continued
strain for the family.

Wife - I think that my daughter £felt badly that
she wasn't here when X died, she had asked if she
could come and we knew that other members of the
family were going to be here and I didn't know how
I was going to deal with that, and she felt really
badly that she wasn't here. And Bill's wife was
here, she was very fond of X but she was afraid to
help; but Ellen felt she should have been here.

Families often experienced strain when the definition of
the situation as terminal was unclear and communication be-
tween family members was poor. This sometimes resulted in
decisions about visiting the patient that were conflict pro-
ducing for families:

Wife- You know I really felt bad. He said, "Tell
Louise to come and see me" (his sister). So I
said, "Okay, I1'll phone." So I phoned to her. She
was too busy, too busy. Her husband, that's my
brother, he said, "go, you've got only one broth-
er, that's all you've got in the world." He said,
"Go, take the bus and go." But she was too busy.
After he died she said, "I'm sorry I didn't go and
see him," Well it's too late. I told her, it's too
late now...
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One family experienced disagreement over where the pa-

tient would die. The patient wanted to die at home and the

spouse did not want that to occur:

Wife - He didn't want to go to the hospital, he
wanted to die at home. I said it's too hard on me
if you die at home, it would be so much different,
if you, you know...

I- But he really wanted to.

W- Ya.

But you never know what kind of a fight

they'll put up when they die. This is what I was
scared of. He was still a strong man.

I- It's alot to deal with by yourself. So when you
told him you really didn't want that, did he
agree?

W- Oh yes. What I said went.

Conflict also occurred when decisions depended wupon the

length of

time families expected the illness to continue.

This factor affected their willingness to care for the pa-

tient and commit themselves to participate in the care.

Daughter - The big decision was, my brother
thought my father should be in hospital when he
saw the magnificent care my dad was getting. And

he said, " there's no way this could happen at
home." But my Dad well at that point my Dad was so
dopey, but he kept on saying to Dr.X. "when am I

going home?" And my sister wanted very badly he
should go home and be 1in his surroundings and die
at home. My brother felt for everyone's sake, he
thought that I would have to be very much involved
because my sister Sandra, which is true, because
up until then she didn't know if she even wanted
to remain in Winnipeg that whole time. So it was,
the whole load was on my shoulders.,

Families also experienced conflict over decisions to be

involved when responsibilities in other relationships were

affected.

An example of this type of conflict was the mari-
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tal strain that occurred because of the involvement of one
partner in the care of the patient.

Daughter- Although the apartment is a few blocks
away I had children here to take care of, although
they aren't babies. Just to make sure that their
needs were met. And my husband was not too suppor-
tive. He, I guess, well I guess when it's not
your own parents, and he also comes from a family
where there is absolutely no involvement, his
mother died when he was thirteen. He just didn't
understand. To him it was almost craziness., So I
was actually alone.

The conflict related to decision making took many forms
and occurred in all patterns of interaction. The effects of
the conflict also continued after the death of the patient.
Some families were not on good speaking terms with each oth-
er, one couple was seeking marital counselling and others
simply continued to feel "strain" in relationships. The ex-
tent to which these conflicts were present before the termi-
nal illness episode was not described. It appeared though,
that the decision making process brought forward many exam-

ples of conflict within families.

6.3.2 Interactions of Indecision

This characteristic of decision making referred to dis-
cussions and considerations in a family related to matters
that delayed a decision or resulted in no final choice. This
situation often occurred when there was a joint decision
making pattern in the family. Periods of 1indecision also
were evident when families felt limited in information and

understanding about the situation. This occurred again, when
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families did not know the time frame of the disease process
and were unsure of the severity of the terminal illness. An
example of this type of indecision was when there was dis-
cussion about the patient coming home to die. For example,
one surviving daughter recalled her feelings when she was

told her mother was coming home to die:

Daughter- Have they given up or was it X's deci-
sion or what? I didn't like it, but then again, we
didn't know the time frame. Six months? A year?
Ten years? We didn't know. That was the thing that
bothered both Dad and I. They could have given
us...well, maybe they don't know, I don't know.

I- So you were feeling kind of uncomfortable just
about all the unknowns, if you'd known what you
had to deal with you would have..

Husband - Probably handled it.

I- So if you knew she was coming home to die with-
in a month or so or six months, you could have
prepared yourself.

Daughter - Yes, I could have taken that time off
work., Stuff like that which we hadn't prepared to
do.

Families also experienced indecision when they felt
caught between the known preferences of the patient and
their contrasting view of his needs. For example, one pa-
tient had particularly stated that he wanted to die at home.,
The family accepted this decision. However, later when his
condition became worse and he lost consciousness, his
breathing was very labored and the daughters believed he
needed oxygen. They did not know how to obtain oxygen quick-
ly in the middle of the night without calling an ambulance.

The wish to respect the patient's choice of where he wanted
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to die conflicted with their assessment of his comfort
needs. The interaction between family was one of anxiety and
indecision. There was then a delay in finally calling the
ambulance. In retrospect, the family did not like the way
the decision went, but did not know what else to do.

Interactions of indecision were not as frequent a charac-
teristic of family decision making as some of the others.
However, the effect of this type of decision was often
stressful for families and unfavorable for the patient. Epi-
sodes of indecision were often described when the family was
missing information with which to base a decision or when
they did not know how to operationalize the different op-

tions,

6.3.3 Fortuitous Decision Making

This type of decision making occurred when choices were
made within the family that were described as lucky or hap-
pening by chance. One example of this type of decision in-
teraction was when the patient was taken home from the hos-
pital and died at home. This was preferrable to the family
and patient, but they had not been prepared for the pa-
tient's death when it occurred. Therefore, this choice had
not been made consciously.

Sister - Yes. It was lucky too that we'd brought
her home. She was getting depressed so we asked if
she could go home, nobody suggested that she go
home. That was just two weeks before she died. 1
felt we were lucky to have her home. She was going

to go home for a weekend and we decided because
she couldn't have the treatment, she may as well
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stay at home and you can test the urine from home.
That was just a godsend. It just happened that
way. No one ever said, "if you want her at home
you better take her now or whatever," there was
none of that.

Families also described actions taken and decisions to be
with the patient when they "felt" that something was wrong.
These decisions were not logical planned choices, but were
stated as an impulse or an intutitive sense that they should
be with the patient.

Daughter - And my Father and I went downstairs to
eat and we went and got a coffee and sat down and
said something's wrong and went right back up. And
she was in asphixiation.

Husband - She couldn't breathe. She had an ob-
struction in the throat.

The family could not explain why they had felt the urge
to return to the patient, but were thankful that they had
responded to their intuition. This was seen as a fortuitous
decision. These decisions were 1less common, but certainly
represented an important part of the terminal care experi-
ence for families and were remembered as "decision making

events",

6.3.4 Planned/Organized Decision Making

The choices made within a family that resulted from ar-
rangements and preparation were classified as planned or or-
ganized decision making. This type of decision making oc-
curred most frequently in a one-person decision making

pattern of family interaction. In these situations, one per-
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son would plan and direct decisions and arrangements. For
example, one spouse who became the decision maker made the
decisions related to the terminal stage of the patient's
condition and the death related decisions. His knowledge of
the patient's impending death allowed organized decisions.

Husband- It was her last day. And I knew because I
was following her so close. As a matter of fact,
around six o'clock, now you were asking me if a
priest was involved. The priest used to come. But
that night I told the kids I'm going to go get the
priest. They looked at me as if I didn't know what
was happening. So I went to get the priest. He
came at seven and left at eight. At half-past nine
she was gone.

The time element also was relevant to the families' abil-
ity to make planned and organized decisions. In instances
where decisions had to be made quickly, families were more
stressed and relied more on physicians for those decisions.
In decision making processes where families had time to pre-
pare and plan their choices, more organization took place.

The organization around the decision making process was
described more positively by families than the chaotic type
of pressured decision making that families experienced when
they had little time to consider alternatives, It was no-
ticeable that when a family had the same decision to make a
second time, the organization and clarity of that decision
was much more evident. For example, one family experienced
the death of both their parents due to cancer within six

months of each other. 1In the first instance, the family de-

cided in favour of heroic resuscitation procedures. They re-
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gretted this decision and saw it as inappropriate after-
wards. The daughter stated:

Daughter - And it was terrible because my mother
was unconscious when she went there and then she
became conscious suddenly and was yelling, "I'm
dying, get me out of here". And they treated her
like, we couldn't believe it, what went on. And we
wanted to avoid this with my father.

Later the daughter said her sister made the decision to
not have the health care providers use heroic resuscitation
procedures with her father when he died: "My sister said
they had asked if they should take any measures, heroic
measures. And she said, no, and they said that that was a
good decision.”

The importance of having information related to the deci-
sion was then part of an organized decision making experi-
ence for the family. Families also needed to be able to in-
terpret the information accurately and had to have some time

to make the decision as well, if planned decisions were to

occur.

6.4 SUMMARY

In summary, three patterns of behavior were identified
between individuals as they made terminal care decisions.
These patterns were either decisions controlled by one per-
son, or were joint decisions by a number of family members.
The third pattern of decision making involved situtations in
which the decision maker was unknown. These patterns could

result in conflict within the family or in delays in final
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decisions. The interactions in relation to decisions varied
in terms of organization and planning. The quality of the
interactions about decisions and the decision outcomes were
related to the relevant information available to individu-
als, the meaning that different family members made out of
the facts and their observations and the communication be-
tween participants. There was a type of decision making that
was experienced by families as fortuitous or fated deci-
sions. While these were more infrequent types of decisions,

they were cited as important by families.



Chapter VII

THE FINDINGS - PLANNING FOR DEATH

7.1 INTRODUCTION

Families identified the death experience and the related
decisions as a very important part of the terminal care pro-
cess. The extent of organization and preparation that fami-
lies had prior to the death of the patient was part of the
experience families described. The actual death of the pa-
tient could be peaceful or disruptive. The timing of the pa-
tient's death was also described as affecting the families’
preparation for death. The death could occur anywhere along
the illness trajectory. The extent to which this timing was
expected marked the experience for families. The death
scene itself was a vivid part of the families' memories and
included the decisions and participants involved. One par-
ticularly significant decision in this stage of the experi-
ence was defined as the "where to die" decision. The aware-
ness of the patient's impending death influenced the extent
of preparation that families had. Also, there were a group
of decisions described as death-related decisions that had
to be made at the time of death of the patient. These
aspects together created the way in which families planned
for the death of the paﬁient as well as the death experience
they remembered.

- 119 -
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7.2 PEACEFUL VERSUS DISRUPTIVE DEATH

An important part of the experience described by families
was the way in which the patient died. This included the
family's perceptions of the patient's suffering at the end,
the speed of death and the maintenance of the patient's dig-
nity in the last stages of dying and death. These memories
could be summarized aslrepresenting either a peaceful death
for the patient or a disruptive death.

Some patients experienced a calm death whereby they grad-
ually lost consciousness and "slipped away". These experi-
ences were the least stressful for families and families saw
these deaths as a gentle release from suffering. The ease of
this type of death was expressed with phrases such as "she
just went peacefully in her sleep", or "he just looked like
he was sleeping". For these families, the patient's death
was not seen as painful or uncomfortable, they expected the
patient's death when it occurred, and the death did not de-
crease the patient's dignity.

In other instances the experience was very different.
Families described in great detail the ways in which the pa-
tient died. Many remained emotionally upset about the loss
of dignity and suffering that the patient experienced. These
memories were held by the family with pain and often guilt
that they could not have prevented such a difficult death.
One family recalls the patient’'s death with much regret.
They had made a decision to have the doctors attempt resus-

citation procedures on the patient.
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Daughter- The big shocks that you have to get away
from the bed. And she had oxygen on. It was awful,
awful to see that. And they wouldn't let us go
into the room. I don't know what they were doing
and we should have been there. She wasn't uncon-
scious at that time and when we finally went into
the room she was screaming for us and she saw us
and she started to scream "get me out of here, I'm
dying and I don't want to be here" - and very luc-
cid.

The guilt experienced by the family related to this deci-
sion was described:

I- You made the decision to go ahead with aggres-
sive treatment, to resuscitate, how did you feel
afterward?

Daughter- Well, my brother felt terrible. I was
just in a state of shock, I couldn't believe she
was dead, 'cause to me she looked like, you know,
she was sleeping. And he said that from what he's
read, people when they reach the last stages are
qguite peaceful. And then just to look at those
shocks they administered to her were just terri-
ble. He still can't forget that.

The family was not prepared for the patient's death. They
described it as a "shock" and said later that they did not
understand what was happening when they made the decision to
proceed with resuscitation procedures. When the patient's
condition worsened the family called the physician and re-
called the following exchange:

Daughter - He said "you have your choice, do you
want your mother to go to the hospital or stay at
home?" Well I thought, what kind of a question is
he asking me? Of course, the hospital. But he was
telling me that your mother's dying.

I- He was saying do you want to go to the hospital
to die and you thought to go for care?

Daughter - That's right. And he said, "if she
should die do you want us to take what do you call
these, radical treatments, with shocks and every-
thing?" I said, "of course!"™ I got off the phone
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and my brother David was there at the time. I
said, "he's asking me some stupid question if we
want to stay at home with Ma."

I- You didn't know what you were deciding at that
time?

D- No,no,no! They asked me this on the phone, do
you want these aggressive measures, I said "of
course!" Like I said to my brother "what 1is he
asking, she should stay home or go to the hospi-
tal?"

The lack of understanding about the decision made was af-
fected by the fact that the family had not defined the pa-
tient as dying. Their beliefs about the length of time that
a person should survive with cancer influenced their aware-
ness of their mother's impending death. The family believed
that patients did not die quickly from cancer. They expected
a long illness with remissions and exacerbations. For them,
death came too soon along the illness trajectory.

In another situation the way in which the person died was
described as very hard for the family, as they felt the pa-
tient's dignity was lost. The family had called an ambulance
and they remember the chaos and conflict at the time of the
patient's death.

Daughter - We were crying. And they 1lifted him
from the bed and he died instantly. They threw him
in the wheelchair. They forced him in the chair,
and we started to shriek and they said "shut-up
and get out of my way." And of course, you just
saw him, first of all, he didn't look, the last
breath came out of him and then, with the wheel-
chair they took the oxygen and threw it on his
leg. We couldn't believe it. So they took him down
the elevator in the wheelchair. He was dead! He
was dead! And then they put him on the stretcher
and they just threw the box on his leg, you know

the oxygen box I guess it is, And they were
screaming at us.
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Some of the chaos resulted from things that the family
had no control over., For example, the ambulance stretcher
did not fit into the elevator, therefore, the ambulance at-
tendants used a wheelchair to carry out the dead patient.
The family also experienced guilt because the patient had
wanted to die at home. The family wanted to obtain oxygen to
ease the patient's breathing but did not know how to obtain
oxygen, so they called an ambulance. That decision resulted
in an irreversible trip to the hopsital. The interpersonal
conflict in this situation was perhaps the most controllable
element.The surviving daughter stated:

I said, "could you come and bring some oxygen,
there's somebody dying here. Could you bring some
oxygen to ease his dying." They said to me "lady,
you're crazy, if we come we take him to the hospi-
tal. How do you know he's dying?" So I explained
he had terminal cancer and this is just the last
stages of it. "No," they said, "we can't just give
him oxygen. We've got to take it him to the hospi-
tal.” So these fellows came knocking and they
wanted to put my Dad in a wheelchair to take him.
Here he was just choking and gasping and we start-
ed to scream hysterically, "how can you put him in
a wheelchair, he's dying." And they started to
scream, "we can't fit this in the elevator."

The description of the interaction indicated that all
participants were emotionally upset and caught in a situ-
ation that they did not like, but did not know what else to
do. This incident would certainly be described as a disrup-
tive death.

There were also examples of more peaceful deaths when the

patient's consciousness was gradually decreasing and the pa-

tient's communication with the family was affected. In these
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circumstances, the patient experienced a social death first
and later a physiological death. One example of this was a
seventy year old woman who went into a coma a month before
she died.

Husband - It was peaceful. It happened in the mid-
dle of the night. She'd been the same for two
weeks, almost two weeks the same. She didn't know
or hear or anything else. She didn't know us at
all. So you couldn't expect anything. You couldn't
know that it was going to happen.

Families described this gradual 1loss of communication
with the patient as a way for them to prepare themselves for
the patient's death. A surviving husband described his feel-
ings about his wife's death:

At that point I wasn't sure I was ready to say
there was no hope. The last Monday before she
passed away I came at lunch time to see her and
she was essentially non-responsive to me and her
right eye had kind of popped out of her head a
bit. Her left eye had been like that before on oc-
casions. When I saw the right eye go like that I
knew that was the last of any hope as far as I was
concerned. There was just extra pressure on the
other side of the brain., Up until that time I
think it had only been on one side of the brain,
So that kind of gave me an indiciation that there
were severe problems.

She didn't respond to me at all Monday until
late at night when she finally said that I was
there. And on Tuesday we had a pretty good visit
and Wednesday she was non-responsive, that was the
last day her Mom came into visit. Friends of her's
were coming in from Brandon so she came in that
day. I felt really bad about that because all day
she just lay there asleep. But at least she was
sleeping peacefully. So, that was a bit of a
blessing, she wasn't in any agony. And she looked
alot better than she did on Monday. On Monday she
had not looked at all. We had a reasonably good
visit Thursday, but Friday whe was non -responsive
again. And on Saturday she was non-responsive,
other than I think she recognized that I was there
Saturday.
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The way the patient died was something that the family
had no control over. If the death was disruptive the family
found it difficult.
Husband - She was only home for two dayé. We had
her home lyin on the couch and I was laying beside

her, and I was up all night with her and then in
the morning she started vomiting, she wusually

prreap e |

wiped herself you know, and this time she didn't
and I picked her up and there were great gobs of
black stuff, just looked like it didn't go out of
the bottom it went out of the top. It looked like
she didn't pass it at the bottom at all, you know,
it was accumulating and her stomach was like a
balloon.

I- That was at the end?

Husband - That was at the very end. It was terri-
ble, especially when I had her in my arms and she
did that.

Disruptive deaths were most often described by families
who experienced the death of the patient at home. Although
there were certainly examples of home deaths that were seen
as peaceful "good deaths". The patients who died in hospital
often died without their families present. Therefore, these
families heard of the patient's death through the health
care providers. These deaths were either assumed to be
peaceful, or were stated by the health care provider in gen-
tle terms such as "passed away" or "slept away in his or her
sleep". It seemed then, that when patients died at home, the
family would have a more complete knowledge of the way in
which the death occurred. If the patient died a disruptive
death in hospital, the family might have been protected from

this knowledge.
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7.3 TIMING
The timing of the patient's death referred to the point
when death occurred along the dying trajectory. This was de-
scribed in terms of the family's perception of the appropri-
ate time of death and took 1into account their view of the
dying trajectory. One surviving spouse described the fact
that the patient had the disease for four years as a way of
giving them time to prepare themselves for her death.
Husband - In terms of our own relationship, her's
and mine, that time was very valuable to both of
us despite the suffering. I think we grew alot
closer to each other over the time, which we would
have missed out on otherwise. And I know it cer-
tainly gave me time to deal with things that I'm
not sure that I could handle if the event had been
sudden.
Families also experienced the patient's death as appro-
priate when they had knowledge of the pending death and when

the patient had expressed a readiness to die.

I- Did you have preparation that the end was com-
ing, did you know?

Husband- Oh yes, she was ready for that, she was
hoping for it, she was ready to go.

In other families the speed with which the disease pro-
gressed was described as "too fast" and families felt that
the patient's death occurred too soon along the terminal
illness trajectory. One daughter recalled her mother's
death: "My mother I feel was cheated. It was so quick. But
that's a very viscious cancer, it's a killer."

In another family the time was also seen as very brief

from the point of diagnosis until the patient's death. One
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surviving spouse described the speed with which the illness
progressed: "It all went so rapidly though. I mean from the
time the cancer was noticed as a tumbr to the time she
passed away was only ten months." In both situations where
the timing of the patient's death was seen as too soon, re-
suscitation procedures were attempted on the patients when
they died.

The timing of the patient's death could be either too
soon or appropriately timed, according to the families.
There were no families who felt that the death occurred too
long after their sense of the appropriate time. The element

of time was described a number of ways as significant to the

terminal care experience.

7.4 DEATH SCENE

Descriptions of the "death scene" included the individu-
als, the setting, the time, the attitude or mood, the prepa-
ration and the actions taken by the family at the time of
death. These "scenes" were vividly described by families and
remained powerful parts of their memories of the experience.

In families that experienced the death of the patient at
home, one concern that was mentioned was the lack of a "so-
cial script" when the patient died. Patients and families
may have wanted the death to occur at home, but once it oc-
curred there was often confusion and uncertainty as to what

to do next. As one surviving family stated:
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Daughter - A dead person in the dining room, my
sister-in-law was hysterical no one knew what to
do. Well what do you do when there's somebody in
the dining room that's no 1longer living?! I mean
there's certain things we wonder if there's social
responsibilities or something you know.

The mood of the scene could be upsetting and chaotic or
it could be calm and dignified. This atmosphere was de-
scribed in relation to the preparation families had and
their expectation of the time of death. One family that ex-
perienced confusion and distress at the time of the pa-
tient's death also said: "We were all standing around -
tears, tears pouring down our faces, we didn't know what to
do."

In families that were well-prepared for the patient's
death, the atmosphere at the death scene was very different.
One widower recalled his wife's preparation for death: "She
knew right away when it was cancer that she'd pass away,
they wouldn't cure her. She didn't know what time, but she
expected to go. She was prepared to go." In this family, the
death scene included the family members who had been called
in time to come and be with the patient. The death was
peaceful and the family expected it.

The interaction between patient and family at the end was
also a remembered part of the death scene. One surviving
spouse described the way he and his wife had a clearing of
their relationship before she died. He stated: "About two

weeks before she died, she asked me if we had anything to

straighten out, like in our lives together. And I said, 'not
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the way I looked at it', and for her there was nothing ei-
ther, We had a happy life."

A surviving daughter remembered her mother's last words
before she died: "Her eyes were back and I patted and shook
her and I kept calling her name and she said 'It doesn't
hurt Ann.' Then she went right back into that state with her
eyes back and then the doctors came in and told us we should
leave." This interaction was recalled by the daughter with a
calm feeling because she believed then that the patient's
death had been peaceful.

Families also recalled the death scene when they didn't
quite know what was happening but felt the turmoil of others
around them,

I- So you were with her when she passed away?
Daughter - No they told us to leave. The doctor
went in. I could see. I was standing at the door
and all these nurses were running in and out and I
panicked really bad because I knew something had
to be wrong. And then the doctor came out and told
us that she'd passed away. It was just....I
couldn't believe it.

There were death scenes in which the surviving family
members were not present. In most instances, families expe-
rienced guilt and regret at not being present at the pa-
tient's death. The decision about whether or not the family
would be with the patient often occurred without realizing
that the patient was going to die. Sometimes a nurse would

say to the family, "why don't you go home and get some

rest." Later, if the patient died, the families regretted
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having left. The loss of control over who would be with the
patient when he or she died occurred most often when the pa-
tient died in hospital. A surviving spouse stated:

Then the next morning I phoned at about quarter to
eight and they said, "just a minute, the nurse is
with him." So then I waited and a doctor came on
the phone and said he Jjust died. "Well," I said,
"Why didn't you call me? No one was with him., He
shouldn't have to die alone 1like a dog!" I really
regret that I wasn't there.

The presence of the family at the time of death was im-
portant to families when the patient was believed to be con-
scious near the time of death. If the patient was not con-
scious, this was less of a concern, For example, one
surviving spouse did not feel badly that he had not been
present when his wife died because she was in a coma and he
believed that his presence or absence was unknown to her. He
stated:

She didn't know us at all. So you couldn't expect
anything. You couldn't know that it was going to
happen. We could have sat there twenty-four hours
a day, but you wouldn't know what was going to
happen.

Sometimes, families had fears of what the patient's death
might be like. These fears sometimes influenced their deci-
sion of where the patient would die. For example, one elder-
ly lady refused to have her husband die at home because "you
never know what kind of a fight they'll put up when they
die" she believed. Another patient had fears that she would

suffocate at the end. It was a relief to the family that her

"breathing was fairly good and she never gasped for air.”
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It seemed then that the preparation for death and the
timing of the patient's death made a difference to the at-
mosphere and decisions made at the time of death. While fam-
ilies said they were often told by nurses or doctors that

the end was near, or were asked if they knew that death was

)

coming, the realization of what would happen was not clear
until the death actually occurred. These families thought
they should have been better prepared with more specific in-

formation.

7.5 THE "WHERE TO DIE" DECISION

The "where to die" decision referred to the processes and
outcomes of the choice made by those involved as to where
the person should die. Some families did not discuss this
decision, but rather said they knew or understood the pa-
tient's preference and that there was an "understanding" as
to where the patient would die.

Husband - Now with respect to the question about
whether or not we had discussed where she would be
at the end; the nurse raised that question with me
that very week, I guess on Tuesday. She said "have
you discussed this or thought about it?" and at
least I was thinking about it at that time., Al-
though we had not discussed it because it was I
guess a difficult thing to discuss at that time
because well first of all, she wasn't luccid most
of the time and I think in my mind I had decided
that it was better that she be at home. I think
that's what she wanted.

In cases where the decision was made to die at home, the
patient was usually the main decision maker. For example,

when one woman heard her prognosis she stated, "I'm going



132
back home and I want to die at home, I'm not going to die at
this hospital.”

In families where the patient died in hospital, the deci-
sion was not really discussed. There was no question raised
as to whether or not to go home. These patients were often
receiving more aggressive therapeutic intervention. Physi-
cians were therefore, more dominant in medically-related de-
cisions and families and patients were more passive about
taking initiative in directing the care decisions.,

The outcomes of the "where to die" decision were varied.
Some families felt positively that their family member had
died at home. For example, one daughter said, "my father
died the way he wanted to. He died at home."

Another family had experienced confusion and stress when
the patient died at home because they did not know what ac-
tions to take once he died. However, their view of the expe-
rience was still very positive:

Daughter- I feel that if people have the chance to
lose someone that they really love in such a nice
way. People that have to trek to the hospital
every day to see the person getting worse and
worse, I think that if you have the chance to keep
somebody at home, if that's at all possible, that
is the way to go.

Sometimes the patient's decision to die at home was not
the family's preference. The family would agree though for

the patient's sake, even though they experienced anxiety

about the decision.
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It appeared that the "where to die" decision was only one
decision that resulted in a number of outcomes for the fami-
ly. The preparation for the decisions and role of the family
in cases where the patient died at home were seldom dis-
cussed. The preparation was often vague and the only main
decision that had been made was that the person would die at
home. Beyond that, families did not know what to do or what
to expect. Therefore, the home deaths provided families with
the structural control over the death experience, but gave
them little preparaction over how to manage the outcome of

that decision.

7.6 AWARENESS OF IMPENDING DEATH

An important part of planning for death was the family's
interpretation of the signs and symptoms of the patient that
indicated approaching death. Families that knew the signs of
impending death had more time to prepare for the event.

Husband - It was about a week and a half before
she died, all of a sudden, one morning she said
I'm not suffering anymore. And one girl, Suzanne
says it's a miracle. I know what miracles are, so
I didn't say anything. 1 went down the basement
and I grabbed the phone and I phoned the doctor
and I said by-the-way I said what's the explana-
tion for somebody who stops suffering? Well, the
doctor says the nerve tips are damaged so much
that there's no more connection. That's all I
want to know I said, and I hung up. But when the
kids saw that their mother had stopped suffering,
they thought she was cured. I tried to explain to
them, I said, "look your mother's not cured. She
just stopped suffering." As a matter of fact, I
said, "when that happens it's a matter of maybe a
week, the most two weeks."
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This family was able to mobilize resources such as a
priest and a friend who was a nurse to be present at the
death scene. The patient's family was also called in time to
be at the death-bed. This was important to the family. 1In
this way, they experienced a death with the patient with
some preparation and control.
In contrast, other families reported not knowing at all
the signs that indicated death was imminent.

Sister- Before she died on Friday night she had no
pain. We had no idea what that meant and I really
wish we had. Now that I had an idea what that rep-
resented. We asked her if she was having pain and
she said no. And we cut it down leaps and bounds.
In fact we stopped medication and bolted it down
which you shouldn't do and still it made no dif-
ference. She was pain-free, but at least asleep. I
was a little bit upset with Dr.X. at the end too.
Of course, he wasn't here to see her. But when
the pain dropped like that, like she had none, we
were just dropping drugs right, 1left and center,
he wouldn't have said, make a house call or bring
her in or said something.....

I- to help interpret what that meant..

Sister - That's right, it would help to interpret
what that meant.

The fact that families were unaware of approaching death
meant that they did not make arrangements and decisions that
they could have had they known.

I- The only part you say you may have wanted more
preparation or more information was the end?

Husband - Yes. Because it was something that was
too unexpected, in a way.

I- You might have had some decisions to make if
you'd known you had decisions to make, where to
be, who to be here and what kind of action to
take.

Husband - Yes.



Sister- Yes, and Donna (daughter) was away for the
weekend.

Husband- Yes, her father was away at the lake, her
brother was away at another 1lake, Donna was away
at another location. 1In fact, we didn't expect it
right at that time.
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Families also had their own ways of knowing that death

was imminent.

These families said they did not need to be

told the patient was dying, they could tell by their own ob-

servations. For example, one man described his wife's last

week:

Husband- That was on the Sunday and on the Satur-
day she passed away. She got worse. I could al-
ways see, how she always came to the table for
meals you know, and then, Friday morning she came
for breakfast and I cooked her some cream of
wheat, she ate a little bit too, well she ate the
usual. Then, she was going back to her bed she
said she wouldn't come to the table anymore, it
was real hard, I had to help her. And Saturday
morning she didn't come. Friday noon or supper.
Friday morning. That was the last time she came to
the table. But she ate Friday and she ate Saturday
morning, a little breakfast. And she even ate a
little bit of watermelon on Saturday. At Saturday
noon, around one o'clock she didn't talk anymore,
She talked until one o'clock and at three o'clock
she died.

Sometimes the awareness of the patient's approaching

death was unspoken and remembered as "intuitive" by the fam-

ily.

Wife - I could see he was worse though, they'd
taken out the tubes intravenous and everything and
I knew he wasn't good. So I said to him on the
Saturday night, 1I'll] see you in the morning. I
don't know why I said that. I always went in the
afternoon at visiting hours. But he just smiled,
like he thought, you may see me, but I won't see
you.,
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One surviving spouse described his memory of the pa-
tient's last hours and his feeling that the end was near.

Husband@ - She seemed to be having more difficulty,
and I just had a feeling that thasre wasn't much
time left. And I said to myself, I think I'll go
home now and come back early in the morning be-
cause I think she'll have trouble in the morning.
And so I left at quarter after eleven, and I stop-
ped at the nursing desk, I said, watch Jean close
tonight because she's having more trouble than us-
ual.

The accounts of these types of knowledge about the pa-
tient's nearing death are stated in retrospect. One wonders
what meaning was attached to those perceptions after, as op-
posed to before the patient's death. It was interesting
that often the same families stated that they were surprised
when the death did occur. These families may have known at
some level of awareness that death was approaching. However,
this awareness may not have been as clear prospectivey as it
was later. In retrospect, with the confirmation of the pa-
tient's death, those "hunches" or "feelings" may have then
become more significant. Regardless of this phenomenon,
most families expressed a wish that they had had a clearer

knowledge of the patient's impending death before it occur-

red,
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7.7 DEATH-RELATED DECISIONS

There were a number of decisions that were necessary
around or after the death of the person. This theme included
those decisions and the processes involved in arriving at
those choices. One decision that was often made, was who
was to be present at the time of death. This decision was
dependent upon the family's preparation for death. In sudden
death events, this decision was not made. This decision did
result in guilt, regret and at times family strain when fam-
ily members were not notified in time or were not invited to
be present.

Son- When you have to tell vyour relatives it's
hard. Like I met my uncle and he said, "how's your
mom?" and he hadn't been told. What do you do? You
are right in the shopping center, you can't really
- I told him and he said "how come you didn't
phone me?" Well there was a mix up because we
thought they knew. So they burst out crying in the
middle of the store and that really made a scene.

Other decisions that had to be made related to the death
of the patient were the matters such as what to do with the
deceased person when they died at home. This was an issue of
much confusion and discomfort for families. One example of
the lack of preparation in the death system for this type of
death occurred in the following way:

I- Did you have a doctor come then?

Husband- He wouldn't come. We phoned the undertak-
er. He said, "I can't remove her until I have the
doctor's signature." So I called Dr.X. and he
said, "you don't need my signature." I said,
"you're not coming down?" He said, "I don't have

to." So he didn't come.

I - And then what happened?
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Husband - The took her down to the undertaker
place. It was awkward. Especially when I had
Dr.X. on the phone and it was a Monday night and
he could have come down for sure. He said, "I
don't have to, I know the law. I don't have to be
there."

I- Did it take a long time for the undertaker to
get here?

Husband - Oh it didn't take them long. But the
thing is they put up an argument with us. They
said,"we can't do that, we know the law, we remove
on the signature of a doctor."

I- But then they finally did?

Husband - But they finally did, they did after
that, but I mean it's a... (shakes his head, up-
set)

Families reported not knowing who to call when the pa-
tient died, they did not know the social procedures in this
situation and often impulsively made decisions to call ambu-
lances or the police when the patient died at home, even

though the home death had been decided upon.

I- What about at the end, she was at home when she
died?

Husband - Ya, well, I knew she was dead.
Son- I went and phoned everybody.

I- Did you call an ambulance, or a doctor?
Husband - I didn't do anything,

Daughter - I called my aunt and she called the am-
bulance.

Husband - The minister came right away. The ambu-
lance was no good anyway - they can't do nothing
those people. He came in with all the stuff for
life saving. I told him it was no use.

I- So did they come in and take her?
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Husband - No. There were two ambulances here and
the police were here. And the police phoned the
pick-up you know. I knew she was dead. I closed
her eyes and cleaned her up. And then I layed her
down and then the ambulance checked and the police
came and phoned the van to pick her up.

Son- Everybody was in quite a panic here.

Other death related decisions included whether or not to
do an autopsy. This was a difficult decision for families
and sometimes there was disagreement related to this deci-
sion.

Wife- After he died they wanted an autopsy and I
said, "No, he's been here long enough, if you
don't know what's wrong with him by now it's too
late.”" But my son said, "Yes, if it can help some-
one else."

I- So they did the autopsy?

Wife - Yes, then I asked my doctor if they have to
tell you what they found. And he said all they
would say is he had lung disease and died from
heart failure. So what news is that?

The other death related decisions included telling chil-
dren about the death of a parent and how to do that. In most
cases parents had prepared their children for the patient's
death in some ways. For example, a young mother tried to
prepare her children for her death.

Husband - I remember she started to prepare the
kids. Around I guess, January to March or so she
made alot of comments to the kids saying things
like, "count on your Dad for things, your Dad can
do these things, he's good at doing these things.
And he's doing them for you, not me. "She was try-
ing to, I perceive, make distance between herself
and the kids.
Later the father in the family decided to be more direct

with the children in preparing them for the patient's death.
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He stated, "About three weeks before she passed away I
talked to the kids and was trying to tell them that Mommy
would likely not ever get out of hospital.” The decisions
about how to involve and prepare children for the patient's
death were particularly difficult for the parents. They of-
ten said they didn't know if they were doing the right thing
in discussing it with the children, but were doing the best
they could to help the children deal with the loss.
Decisions also had to be made about funeral arrangements.
In some cases patients themselves had made many of the ar-
rangements and decisions ahead of time,
I- And you said your wife made alot of final ar-

rangements herself?

Husband - Ya, she made them over a year ago, when
they told her she had three days. She made ar-
rangements with the Pastor and my brother- in-law,
what she wanted. So when she did pass away that's
exactly what happened.

The fact that decisions were made ahead of time helped
families cope at the time of death. Families reported that
having some of these decisions already made eased the stress
that they might have experienced if they had to make all the
death-related decisions. 1In other families, the surviving
spouse often had to make these decisions, While they were
able to do this, these individuals stated that they realized

later how exhausted they were from maintaining control and

trying to take care of decisions and arrangements,
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For families where there was only an older survivng
spouse, a decision that had to be made involved living ar-
rangements. Some widows or widowers chose to move in with
their children. Others preferred to maintain their indepen-

dent living arrangements:

Wife- After the funeral I told the kids, I'm going
to stay here alone. Don't ask me to go to your
place. They wanted me to go to live with them. I
said, "No I'm going to try it alone." And I've
done pretty good. It's been six months,

In some instances, surviving spouses made the choice to
live alone but decided to sell the family home and move into
a smaller home. It appeared then, that the changes experi-
enced by the survivors after the death of the patient could
be numerous. The day-by-day activities and living arrange-
ments of surviving spouses was a frequently described part
of their experiences. Often decisions to make major changes
in living arrangements were made at a time of intense grief
and stress.

In summary, the death-related decisions involved specific
issues that families had to deal with at a very stressful
time. There were many of these types of decisions to be made
and often they were described as difficult decisions. These
decisions were affected by the extent to which families were
prepared for the death of the patient. Families often felt
alone at this time and lacked the support of the health care

providers. They often felt health care providers had not

prepared them adequately for some of the decisions that had
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to be made, and sometimes felt abandoned by the health care

network.

7.8 SUMMARY

A major theme identified in the study was the planning that
families were able to do 1in preparation for the patient's
death. The death of the patient was a very clear memory for
families, and the order or chaos at that time was part of
their memories. There were some parts of the death event
that families could not plan for or control. The most sig-
nificant of these was the way in which the person died. The
patient's death could be described as either peaceful or
disruptive and the degree of suffering and dignity of the
person defined the death. The timing of the patient's death
also affected the family's preparation for the event. The
death could occur when the family more or less expected it,
or it occurred much sooner and more suddenly than they imag-
ined it would. The setting in which the patient died was a
significant part of the death experience., Families and pa-
tient's who chose to have the patient die at home directly
experienced the death scene. This was described in both po-
sitive and negative ways. Families were appreciative that
the patient died at home as he wished and that he had family
support around him, but sometimes were disturbed by a dis-

ruptive home death.
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The extent to which families were prepared for the pa-
tient's death was also related to whether or not they were
able to interpret the physiological signs of impending
death. When families knew what these signs were and could
interpret then, they usually proceeded with planning for

death and made death-related decisio

ns. These decisions in-
cluded calling family members to be present, talking about
funeral arrangements, and preparing children for the loss of
the parent. In contrast, when families were unaware that
death was nearing, these decisions were not made and plan-
ning for death did not occur. Often there was more difficul-
ty in reaching family members and in organizing resources to
help the family cope. Decisions were made after the death of
the patient without there having been as much prior discus-
sion and the weight of these decisions often fell on the be-
reaved spouse. This part of the terminal care experience
included many decisions and was a very demanding for the
family. It appeared that the health team was distant and
non-specific in their support at this stage of the illness.
As a result, families often felt alone and unsure of them-

selves,



Chapter VIII

THE FINDINGS - EFFECTS OF THE TERMINAL CARE
PROCESS ON SURVIVORS

8.1 INTRODUCTION

There were outcomes or responses to the terminal care ex-
perience that bereaved families perceived. The sources of
the effects were classified into two properties: (a) actual
and preferred decision control congruence and (b) loss of
the family member. The effects of both of these were de-

scribed.

8.2 ACTUAL AND PREFERRED DECISION CONTROL - EFFECTS OF
CONGRUENCE

Families were able to describe the extent to which they
experienced a "match" between how they ideally would have
liked to be involved in choices made and the extent to which
they were actually involved. There were different types of
congruence and incongruence between preferred and actual de-
cision control. There were instances of incongruence between
the various participants. In some cases there was incongru-
ence between the family and health care provider or patient
and health care provider. There were also examples of incon-
gruence between patients and families themselves. The ef-
fects of these kinds of congruence were described by fami-
lies.

- 144 -
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8.2.1 Effects of Patient/Family-Provider Incongruence

The experience classified under this theme referred to
the outcomes the family experienced as a result of disagree-
ment with the health provider as to the patient and/or fami-
ly's role in decision making. Families who felt deprived of

health care providers saw their
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decision making role as less active than it would have been
if they had known more. The perceived withholding of infor-
mation by health care providers was described as a way of
limiting their decision making involvement. This was some-
times incongruent with the family's preferred involvement:

I- You really didn't feel too involved in the de-
cisions at all?

Husband - No.
Daughter - And I didn't feel good about that.

I- You would have preferred a different type of
involvement?

Husband- I would have liked to be in on things,
well if they'd said we've got to do this well then
we could decide.
One surviving spouse described the effect of her lack of

involvement as frustrating and that the effect was on-going:

I- Would you say that the doctors made the deci-
sions about your husband's care?

Wife - Yes, for sure.

I- Would you have preferred to be more involved or
is there some way you would have changed that?

Wife - Well I wish I had more information. But
they wouldn't tell you anything.

I- Did that affect you at the time?
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Wife - Oh yes, I was frustrated and I would ask
the doctors at the hospital and they wouldn't say
anything.
I- Is it still affecting you in some way?
Wife - Well, I don't know. It's a thing you can't

keep on because 1it's past, but it frustrates me
still,

One family described the effect of the patient's loss of
control over the decision to have surgery. The patient did
not want surgery but, as the patient's husband described,
"the doctor pushed surgery because my wife really didn't
want to go through with it." The pain that the patient expe-
rienced was not described as pain from the illness process,
but pain related to the operation.

Husband - I used to ask, where does it hurt? She
would say, "It's the operation that hurts. 1It's
not the cancer in the 1lungs." Her breath was get-
ting shorter. Her lungs were filling up with flu-
id. She said, "I'm not suffering, 1it's just the
operation that hurts."

The surviving widower described the patient's frustration
about the "doctor forcing her and telling her she was stupid
because she didn't want to go through the operation". He
stated that he believed "she never got over that". The anger
expressed by the surviving spouse was notable in the inter-
view as well, He described an argument he had with the doc-
tor about the control of this decision.

Husband - I had an argument with the doctor. We
argued about the operation. You see, I went to see
our family doctor. I said, "they won't operate on
my wife.” He said they should, I said, "look doc-
tor you know doctor, cancer, as soon as you touch
that with a knife you know what happens." He said,

"are you a doctor - what do you know about it?" 1
said, "I know enough that I've seen enough people
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getting operated and a few months after they're
gone. I could name you alot of people that I know.
At the age of 40-45, just because they went thru
an operation, I don't say they wouldn't have died
anyway. But they might have gone a little fur-
ther." So I had quite an argument. I said, " we'll
see after the operation doctor, we'll see."

A family also described the control over the decision to
proceed with chemotherapy as one of incongruence between the
surgeon and patient. The patient experienced a delay in ob-
taining chemotherapy because the physician delayed his re-
ferral to a chemotherapist and wrote a letter that did not
recommend that form of treatment.

Husband - When it came to the chemotherapy deci-
sion, the surgeon did not recommend that, but we
still wanted to explore that possibility. She
discussed it with me and we said "he's a surgeon,
this guy's a chemotherapist, maybe he might be
able to give us some advice." The reason there was
a delay in fact, in getting to see a chemothera-
pist was that they were reluctant to see her be-
cause of the medical report that they already had,
which was not favorable.

The incongruence between the preferred control over the
decision and the delay in the eventual decision was a subtle
form of the way in which decisions were affected by the for-
mal authority of physicians. The delay in action related to
this decision was stressful for the family and patient as
they experienced the progress of the disease.

Two weeks or so later we had a follow-up with the
surgeon and he felt she'd recovered very well from
the surgery. We asked at that point to have an ap-
pointment made with an oncologist and he did send
over a note to the oncologist asking for an ap-
pointment. We didn't seem to get a response from
there. She went back next week to the G.P. and
she pointed out that there were already lumps
around the neck area.
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The lack of power families experienced when it came to
acting on decisions was very frustrating for them. Families
perceived physicians as wanting to maintain control over
medical decisions and arrangements. Sometimes there were
delays in these arrangements and families would push for
follow-through on the plan. This produced strain between
physician and family. In one case a forty-year old patient
with a fast -developing second breast tumor waited three
weeks for a biopsy of the tumor. At one point the patient's
husband attempted to take control of the decision:

Husband - It had been three full weeks. One time
I1'd said to the doctor that was supposed to do the
biopsy, listen, if it has to be done I'll take her
to our home town and have it done and we can bring
the sample back with us, But he didn't like that
comment very much,

The effect of this lack of power over care decisions was
frustrating to the family then, and remained so months lat-
er. This particular surviving spouse wrote a nine page let-
ter to a media ombudsman because of his continued frustra-
tion about this lack of control.

There were no instances when families wished that they
had been less active in the decision making role and had
felt pressured by health care providers to be involved. All
cases of incongruence between family and health care provid-
er decision control involved a frustration on the part of

the family at not being allowed a more active decision mak-

ing role.



149

8.2.2 Effects of Patient-Family Incongruence

There were also effects identified when there was disa-
greement between family members as to the process of deci-
sion making. The most common form of incongruence over deci-

sions within a family occurred when one person made the

- R - e 1.

decisions and withheld information from others. This was

experienced as stressful for other family members and was a
burden for the lone decision maker. 1In one family, the pa-
tient made the decision to not seek medical attention after
she found a 1lump in her breast. The family disagreed with
the decision, but could not change the patient's mind. The
effect of this 1incongruence on the family was expressed as
guilt and regret that they did not take more control.

Daughter- When she told me she had a lump I felt
it and it was very small and I told her to go, I
thought it was probably just a cyst or it could be
so many different things. And of course, getting
married and moving away from home, well we moved
away from the city, she wasn't complaining, you
didn't hear about it after that. She never got
headaches, nothing. No illness what-so-ever.

I- So she was able to carry on her normal daily
activities?

Daughter - Oh yes, right 'til the day she went to
the hospital. She never let on that...

Husband - anything was bothering her.

I- It must have been hard for you in a way though
living with her, wondering about it.....

Husband - It was.

Daughter - It's even harder now though, thinking,
could we have done something else? Should we have
gone to get help? I always wonder if I should have
gone to the cancer society and told them the situ-
ation, that mom wouldn't go for help. I think I'1ll
always wonder about that.
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The control over where the person would die also was an
issue of incongruence in some families. One couple had disa-
greed about where the patient would die. The patient wanted
to die at home and his spouse made the decision that he
would go to the hospital at the end. Later, he died alone
and she experienced regret about this part of the experi-
ence,
I- You had wanted to be there when he died?

Wife - Oh yes, I've thought alot about that. I re-
ally felt bad.

In some instances, the belief 1in the patient's right to
make the decisions was supported in principle, but the con-
sequences of those decisions were not always favorable to
the family.

Daughter - We took alot of information from Daddy,
he made alot of the decisions, he was probably as
happy as he could have been with that disease. He
decided he would be at home and we felt that what-
ever he wanted we would support.

Wife - I don't think he ever thought that I was as
good a nurse as I should have been, I know that,
because he told me that. All through my 1life I
haven't been competent enough for him, so this
situation made it harder. There was always a prop-
er order for everything and I gquess I didn't al-
ways see exactly his order. And it was never that
I wanted to neglect him, it was just that I didn't
always do things right.

Another family described an incongruence in the patient's
preferred decision and the decision made jointly by the pa-
tient's husband and physician,

Husband - She had got to the point where she was a
bit hesitant to go home even though she was ready

to go home, after three weeks, so I just kind of
insisted on her coming home and so did Dr.A.
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After discussing this decision again the husband wondered
if the reason for the patient's reluctance to go home was
her fear of fluid filling up in her lungs, as this had oc-
curred prior to her last hospital admission. The spouse ex-
pressed discomfort at having pushed that decision and at not
being more sensitive to the patient's preferred decision
control.

The situations of inter-family decision control incongru-
ence were less frequent than family-provider incongruence.
It is interesting that in some instances of inter-family de-
cision control incongruence one family member was described
as more in liason with the health care provider. The effects
of the incongruence were described in terms of regret, guilt

and frustration.

8.2.3 Effects of Patient/Family-Provider Congruence

In families where there was congruence between the deci-
sion control that occurred and the preferred degree of con-
trol, the effects were stated as positive or were seen as a
non-issue, In other words, families said that the way they
had input into decisions was the way they wanted to be in-
volved. Therefore, things went smoothly and the effects of
this were not noticed in any form. Many families were posi-
tive about their involvement in decisions and felt well-in-

formed about the care and plans.
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In families where the physician was the dominant decision
" maker and this was the preferred type of decision control,
families still valued the information given to them and de-
scribed themselves as being aware of what was going on. For
example, one family described the physician as the main de-
cision maker and they accepted this arrangement.

Husband- And in terms of some of the other deci-

sions, I think that Dr.X. kept us fairly well in-

fomed as to what it was he was planning on doing

and so on.

Other families saw the decision making control as joint
between themselves and health care providers. This was
congruent with their preferences as well.

I- Then she started with the pills?

Husband - She was taking pills first, Prednisone
and I don't know all the different names. She took
chemotherapy after that through the, in her arms.
I- And who made the decision about that?

Husband - The chemotherapy? Well, we talked it
over with Dr.X. in the hospital. He told us what
he was going to do and we agreed with it.

When asked about the effects of this congruence, families
did not identify any outcomes. The effect was a non-issue,
whereby the congruence was such that the experience was not
noticed.

In another family, there was congruence between how the
terminal care experience went and the expectations the fami-
ly had of how the experience would be. The family was not

very aware of the decisions that had to be made. They were

very trusting of the physician and relied on him to direct



153
the plan of care and make the decisions. The one decision
that the family was able to identify was the decision to
bring the patient home for care and let her die at home.
This decision was prompted by the physician and was agreed
upon jointly by the couple. Other decisions seem to have

iscussion. The spouse felt informed

ol

happened without any
about the treatment and had good rapport with physicians and
public health nurses. The family had a high degree of con-
trol over the last three years as they cared for the patient
at home. The control was described in terms of the time,
care privacy and individualized experience that the patient
had with the family at home. This was described in a matter-
of-fact but positive way.

I- It sounds like the way you were involved in her

care was the way you wanted to be. Would you have

preferred it any other way? Would there be any-

thing you would change?

Husband - Well, I thought we did it as good as we
could.

The effect of congruence between provider and family de-
cision control was an important finding. The fact that the
effects of this congruence were either seen as positive or
were not noticed indicated that the family did not experi-

ence additional stress related to this issue.
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8.2.4 Effects of Family-Patient Congruence

The congruence over decisions within the family was re-
membered in a positive way. Many families used phrases such
as "if the patient was happy, we were happy", or "if it's
what he wanted, then it was his decision."” The closeness
among family members that came from this congruence was de-
scribed as well,

I - I would 1like to go back to the 1idea that the
decision making control that you had was close to
the control you preferred, is that affecting the

family unit now in anyway?

Wife - Well I've certainly been aware of a very
supportive daughter.

Families also expressed positive feelings about agreeing
with the patient's wish of where to die. For example:

I- You were glad she made the decision to come
home to die?

Husband - Oh yes. She was happy, she wanted to die
in her home, oh definitely.

In families where there was joint discussion and deci-
sions were made as a family, the families remembered the
support and value of this exchange.

I- So the main decision maker was David, but there
was alot of joint discussion,

Daughter- That's right, but I'd say David was.

I- And would you have preferred a different kind
of decision making in all of this?

D- No, no I don't think so because David was al-
ways talking with my brothers, always on the
phone, always discussing it. And one time they
were all here together and it was a joint deci-
sion, but David was the one that threw out the
ideas. And without the support of my brothers, I
don't know what would have happened.
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The congruence between preferred and actual involvement

in decisions within the family was an important part of the
terminal care experience. The effects of this congruence
were remembered as a good feeling about the care the patient
received, a feeling of closeness in the family, a sense of
support among family members and a respect for the patient's

preferred control.

8.3 EFFECTS OF THE LOSS OF A FAMILY MEMBER

The other kind of effects families experienced were due
to the death of the patient. These were effects that were
related to the general loss experience and were not de-
scribed especially as a result of the decision making part
of the event. There were definite effects on the families'
health, which supported the 1literature on the impact of
death on the bereaved. Families reported fatigue as the most
common symptom and described the effect of the experience on
their energy and sleep patterns.

I- Has the experience effected your own health in
anyway or your family's health?

Wife- I was so tired, especially the last week. I

would come home and fall asleep sitting up. And

yet at night I couldn't sleep. And when he was

home I couldn't sleep. I had to finally get sleep-

ing pills from the doctor,

Others talked of the fact that they were having difficul-

ty sleeping after the patient's death but were able to carry
on activities with much less sleep.

Husband - I could not sleep very well., I would go
to bed but I wasn't tired. I1'd go to bed usually
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eleven thirty or so and I'd be awake about two or
three o'clock. And 1'd be awake the rest of the
night and this carried on, a month or so. Yet,
somehow or other, I felt that somehow I was able
to carry on, I didn't need that sleep as much.

Families experienced exacerbations of chronic conditions
such as diabetes when they went through the terminal care
experience. Surviving spouses were diagnosed with new con-
ditions as well. For example, family members reported being
diagnosed with ulcerative colitis, hypertension, and ulcers.
Families also described symptoms such as heart palpitations,
chest pain and chest tightness, weight loss, weight gain,
stomach problems, and back pains during and after the pa-
tient's illness. A surviving daughter was experiencing a
difficult pregnancy and there were fears that she would have
a miscarriage.

These families described emotional health changes as
well. Some talked of the depressions they experienced and
the reliance on alcohol and sedatives. After the death of
the patient, surviving spouses were reluctant to take on
added responsibilities at work and tried to avoid undue
stress.

Some families experienced anxiety about getting cancer
themselves or fears that their children might "inherit" the
same disease as the patient.

Daughter - You see, I have a history of health
problems and tumors too, which is very, which I am
very concerned about. I had a pituitary tumor
which was radiated about twelve years ago. I go
for tests every year because it could reoccur. Al-

though it is a benign thing, but 1I've had that.
And I've also had a change of a mole on my leg
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which was removed and they found there were some
atypical cells and had to remove some more. My
history makes me I gquess prone to cancer, so I am
worried about this.

The children of deceased patients also experienced health
changes. One fifteen year old boy was hospitalized for
"nerve problems" when he was told his mother had "three days
to live™,.

Son - I'm just like my Dad, keep my feelings in.
Except when they gave her three days to live I was
sick with nerves for three weeks,

I- With nerves?

Son- I wasn't eating, wasn't drinking.

Husband - They couldn't figure out what it was.
They took tests.

Son - They never told me what it was. Once I
started eating it was okay. For awhile I wasn't

eating any solid food at all.
Husband - I had to go see him every night.
I- You were in the hospital?

Son- Ya, one week for my knee surgery and three
weeks for my nerves.

Children experienced a number of "accidents" as well dur-
ing the illness of their parent. For example, one thirteen
year old girl broke her arm, one girl sprained an ankle, and
a boy tore a cartilage in his knee. Other children described
eating problems and symptoms of chest tightness. The emo-
tional impact on children was described as significant as
well. Parents talked of crying episodes, fears of being
alone, feelings of guilt and accountability for the pa-

tient's death, and 1lonliness. One fourteen year old girl
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talked of her fears at night. She stated: "I just get scared
that, I don't know, it's confusing...It's just like all of a
sudden everything can change and I don't know, scare me."

Families also experienced changes in roles as a result of
the death of the patient,. Surviving spouses felt the
"weight" of responsibility now that they were alone.

Husband - It was hard to deal with alot of things
at first. For example, I had been doing most of
the housekeeping when Margaret had decided to go
back to University. But now I would go and cook a
meal and do the dishes and I found it was very
hard because all of a sudden I didn't have the
back-up. In the past, before if some evening I
said, gee I really don't feel up to it today, Mar-
garet would step in. And now I didn't have that
backup. And it was really bothering me for awhile.

I- Weightier.

Husband- Ya, all of a sudden you feel this burden,
gee whiz, 1I've got to be doing this all the time
and there is no one who's going to give me any re-
lief in this regard. But then this carried on for
awhile. But eventually you become resigned to it,
it's just part of your normal duties., I don't feel
that way anymore, but at the time it was really
bothering me. Gee whiz, here I am stuck with this
and I haven't got anyone to do it with me.

The other effects included changes in living arrangements
if a surviving spouse went to live with children or changes
in closeness and activities shared by families. Many fami-
lies reported feeling closer to each other.

On the other hand, marital conflict sometimes occurred
during the illness or after the death of the patient.

Daughter - It's mainly effected my relationship
with my husband where I feel he did not give the
support he should have. He had to go to a confer-
ence in New York, and it was the night my Dad died

and he was ready to go and I said my father's dy-
ing, I can't even come home to be with the chil-
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dren. And if you really think it's important to go
get a babysitter to come and she can sleep over.
And he did. And at eleven o'clock he made the de-
cision the babysitter should go home and he should
stay home. But I guess he didn't believe my father
was going to die. But he wasn't very much in-
volved. I said, "look, he's been unconscious for
two days.." So I have tremendous hostility now and
it just has to be worked out I suppose. And that's
the main thing. How else it's changed me, I don't

know. I think it's mainly my relationship with my
husband has really suffered a great deal.

In one family, a surviving spouse felt sad and unfinished
about her relationship with her husband because of the prob-
lems in the marriage. She stated at the end of the inter-
view, "It will always bother me that I just wasn't right for
that quy."

In other families the marital relationship between pa-
tient and spouse was strengthened by the experience. A widow
remembered her husband's words when she cared for him at
home, "he said, you're the best nurse I ever had."

Another widower described his relationship with his wife:
"In terms of our relationship , that time was very valuable
to both of us despite the suffering. I think we grew alot
closer to each other over the time, we would have missed out
on otherwise.”

The effects of the experience were varied and intense.
There were definite health changes experienced, emotional

stresses and effects upon family relationships.
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8.4 SUMMARY

In summary, the effects of the terminal care experience
on survivors were described from two perspectives: the de-
gree of decision control congruence and the response of fam-
ilies to the death of the patient. In the first instance,
incongruence between preferred and actual involvement in de-
cision making had more impact on the families. The effects
were stated as gquilt, regret and frustration about the deci-
sion making experience.

The effects of congruence between preferred and actual
decision making involvement were seen very positively when
there was congruence within the family. Effects of congru-
ence between provider and family were not perceived or ar-
ticulated too specifically by families. Rather, there was a
general feeling that "things had gone asvwell as could be
expected”.

In terms of the effects of the family due to the death of
the patient there were notable health changes, emotional
problems and family interaction changes. These findings sup-
ported the research done on the health effects of the death

experience on the bereaved.



Chapter IX

DISCUSSION AND RECOMMENDATIONS

9.1 INTRODUCTION

The purpose of a theoretical framework is to provide a
basic conceptual scheme that organizes facts in a systematic
way and permits an understanding of events. The theoretical
tramework that emerged from the study of families' percep-
tions of their participation in terminal care decisions pro-
vides a description of this experience. The framework in-
cludes categories and properties which deséribe the
components of family participation in terminal care deci-
sions.

The study was a factor-searching one designed to utilize
real world data to generate theory. This type of study be-
longs to the "context of discovery" rather than the "context
of verification" (Glaser & Strauss, 1968). The result of
this type of study is "a bit of theory, in the form of con-
ceptual description or in the form. of a set of categories
related to one underlying dimension" (Diers, 1979, p. 118).
This research represents a first step, that is, naming and
Adefining categories and concepts. Hypotheses have reSulted
about thé relationship of these categories to each other.

The next step of research in this area would then be to test

- 161 -
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the reliability and wvalidity of the categories developed
(Diers, 1979).

The discussion of the theoretical framework is intended
to integrate and explain the categories developed. The dis-
cussion also integrates the work of other researchers and
relevant literature in the field. The discussion is organ-
ized around the major categories:

1. Decision Control

2. Information

3. The Meaning of the Situation

4, Patterns and Characteristics of Family Interaction

5. Planning for Death

6. Effects of the Terminal Care Process on Survivors

The chapter concludes with a series of recommendations
related to how the theoretical framework has implications
for the health care delivery system. Suggestions for further
research in the area of family decision making participation

in terminal care situations are included.

9.2 DECISION CONTROL

Decision control was an important category that was iden-
tified in the study and was central to the terminal care ex-
perience, The literature that describes and defines decision
making was helpful in understanding this category. According
to Schaefer (1971), the nature of decision making is the art

of choice following deliberation and judgment. To make a de-
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cision, three conditions must be fulfilled: freedom, ration-
ality, and voluntarity. A person must be free to make a
choice and therefore, have authority over that choice. The
person must also be able to deliberate about alternatives to
arrive at a judgment. And finally, the individual must make
the choice, which is the art of volition. The extent to
wﬁich these three conditions are present in the terminal
care decision making process effects who has control over
the decisions.

The study found that the most common type of decision
making that occurred was medically controlled decision mak-
ing. This was especially true if the decisions depended upon
scientific information and knowledge related to the disease,
interpretations of laboratory results and medical treatment
options. Physicians were dominant in decisions most often
when the patient was hospitalized frequently or for extended
periods of time. Martocchio (1982) also found that the num-
ber of hospital confinement days affected the roles played
by patients, families and health care providers. Health care
providers held more power in the hospital and patients and
families were expected to conform to the rules of the hospi-
tal. The setting within which care occurred therefore, was
an important factor in determining who had decision control,

Vertinsky et al. (1974) also found that once a physician
was contracted for care, the decision process became one in

which the physician's preferences often dominated. One rea-
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son for this was the difference between health care provid-

ers' and families' knowledge about the disease and treat-
ments. Therefore, patients and families were often limited
in their abilities to consider alternatives because they
were unaware of all options and the consequences of the al-
ternatives. The rationality available to patients and fami-
lies in decision participation was then restricted.

Families and patients had more control over decisions if
care was given in the patient's home. The decision to move
from the hospital to home setting was often described as a
"turning point" in terms of decision control, A shift in
power over decision making would occur from health care pro-
viders to patient and family when the patient went- home.
Glaser and Strauss' (1968) study of the death experience
found that where a person chose to die was important to the
control over decisions made.

One property of decision control that was identified in-
volved power and authority over decisions, All interactors
possessed different types of power and used different means
to maintain or secure control over the decision making pro-
cess. Physicians clearly held the most formal legal authori-
ty. Physicians could withhold information as a way of main-
taining control over decisions. Withholding information
precluded informed decisions, and interfered with attempts
to reach an informed decision., Oken (1967), in a study of

cancer patients, found that there is a strong and general
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tendency to withhold from a patient the information that he
has cancer. Almost ninety percent of the total group sur-
veyed reported that their usual policy 1is not to tell the
patient he has cancer.

In contrast, in this study there appeared to have been a
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1e general tendency of physicians to tell patients
their diagnosis. Physicians generally told patients and
families that the patient had cancer or named the specific
diagnosis. However, a continued dialogue about the diagno-
sis, the prognosis, treatment options or a collaborative de-
cision making process did not occur. It would seem then,
that while a shift in physicians' willingness to disclose
the cancer diagnosis has occurred, a shift in decision con-
trol is not evident.

Families also experienced the physician's power 1in the
interactions that occurred between them over decisions. They
feared angering the physician and felt a need to maintain
good relations with him., This anxiety usually resulted in a
more passive, compliant interaction with the physician and
families said they sometimes went along with decisions that
they did not really like. Interpersonal conflict over con-
trol could also be seen by families as a lack of caring on
the part of the health care provider and a lack of respect
for the families' beliefs and preferences.

Families also described their lack of power and authori-

ty. This was often discussed in relation to their lack of
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information about the situation, Information and knowledge
were identified as the major source of power and authority.

Nurses were described as having some power and authority
over certain decisions, but mainly functioned by offering
their information to the family. In this way the nurses gave
away their information quite freely and thereby increased

the decision making power of the family.

9.3 INFORMATION

Information was an important source of power and control
over decision making. Information included facts obtained
through observations, discussions and readings. Health care
providers were seen as the primary information source and
controlled the information available to patients and fami-
lies. Families also identified the importance of having
enough information. There were no instances where families
felt they had too much information. They related many exam-
ples of how they tried to obtain more knowledge or more com-
plete and detailed information from various sources. A lack
of information contributed to families' feelings of power-
lessness. Conversely, the more information families had, the
more in control they felt.

The quality of communication and interaction between fam-
ilies and health care providers was also related to the in-
formation exchange process. When families had good rapport

with health care providers, information exchange occurred
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guite smoothly. 1In contrast, when relations between health
care providers and families were poor, information flow was
obstructed. Martochio (1982) found that the interpersonal
exchange between participants in terminal care situations
was central to the quality of information flow. She also
found that access to information was an 1issue for families
and that if one source was not seen as easily accessible,
families would search out other sources instead. Martocchio
described the anger and frustration families experienced
when information was not forthcoming. Most interactors be-
lieved that physicians possessed information that was not
made available to anyone else...the immediate search for
further information by patients or family members and other
interactors, could result in direct qguestioning of the phy-
sician who then may or may not reveal information, restart-
ing the cycle (Martocchio, 1982).

The control of information also depended upon the pa-
tients' and families' abilities to access information. The
exchange was related to the interpersonal relationships be-
tween participants and whether or not family members knew
how to ask questions of health care providers and if, indeed
they knew what questions to ask. The imbalance in power be-
tween health care providers and families and between physi-
cians and families in particular, was a factor in determin-
ing the communication and concomitant free-flow of

information between these two parties.
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Families often turned to friends or relatives who may or
may not have formal health training for information and in-
terpretation of facts. Martocchio (1982) also described how
more frequently, patients and family members turned to nurs-
es or other sources such as other nursing personnel or other
hospital employees, visitors and other patients. In these
relationships the balance of power and authority was more
even and interpersonal communication less threatening.

Another issue that arose in conjunction with the impor-
tance of information was the notion of trust, Families often
stated that when they lacked information or complete under-
standing of decisions they had to trust the health care pro-
viders to a greater extent. Trust, then, was part of deci-
sion control, In instances where families had more
information and knowledge about a decision they would more
actively participate in the decision. In cases where fami-
lies had little information or understanding, decision con-
trol was often given to the physician with a strong measure
of trust. For example, decisions about surgical interven-
tions were frequently medically-controlled decisions that
families reported trusting to the physician.

Trust could also be fostered as a result of information
exchange. In situations where health care providers communi-
cated easily with families and families experienced a feel-
ing of being "well-informed", they reported a high degree of

trust in the health care provider.
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Information also varied in the kind and form of facts
available to families. Generally, the more direct and com-
plete the information given, the more clearly it was under-
stood by families. Ambiguous phrases were, on the other
hand, frequently misinterpreted by family members. This in-
ormation property was an especially important link to the
next category that was identified - the meaning of the situ-
ation. If information was given in vague, indirect ways,
families were more likely to arrive at various meanings of
the situation. Confusion and conflict sometimes occurred be-
tween family members or between health care providers and
family when participants had different understandings of the
circumstances. The study differentiated information from
knowledge. Information involved the acquistion of facts;
whereas knowledge referred to the interpretation and meaning

given to the facts by the different participants.

9.4 THE MEANING OF THE SITUATION

Families could interpret facts presented to them a number
of ways. 1In addition, their interpretations resulted from a
synthesis of their personal belief systems, their under-
standing of signs and symptoms, and the degree of hope that
they had in the situation.

This category was important to decision control. Families
identified personal definitions of health and illness that

affected their interpretions of physical symptoms. The ex-



170
tent to which signs of disease fit their personal defini-
tions of 1illness determined whether or not they made the
initial decision to seek medical attention. 1In some cases,
the symptoms were not viewed as unhealthy, so treatment de-
cisions were delayed. The outcomes of patients' illnesses
could well have been influenced by this important decision.
It was noted that often the signs that were ignored or were
not acted upon promptly were signs or symptoms of cancer
frequently advertised by organizations such as the Canadian
Cancer Society. This suggests that simply knowing facts is
not sufficient to prompt health seeking behavior. The chain
of "facts-knowledge-health behavior" is complex and health
care providers cannot assume that presentation of informa-
tion will necessarily result in health behavior changes.

Another property within this cateory was the reaction of
families and patients to events and facts. Of particular im-
portance to decision making were the reactions of families
and patients in the early diagnostic stages of the illness.
Families often described the shock and disbelief of hearing
a diagnosis such as "leukemia" or "cancer of the bowel”.
They stated that in the early phase of the illness they were
frequently "swept along" with the rapid sequence of deci-
sions made by physicians because they did not realize what
was happening. They reported feeling too numb to question or
discuss alternative choices. Later on in the illness, fami-
lies stated that they regretted not being more involved in

the early treatment and care decisions,
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Weisman (1979) referred to the early state of diagnosis
as the "existential plight stage". This occurred as families
experienced the shock of hearing the diagnosis. Weisman
(1979) describes this stage as approximately the first hun-
dred days. The way in which patients coped in this early
stage was often a peak reaction and often indicated how they
would handle the rest of the disease course.

The difference between knowing that the patient had can-
cer and identifying the patient's situation as terminal was
another property that emerged. Families could identify or
label the patient as "terminal"” at different times. The
meaning of the situation and decisions made were very much
affected by the recognition and awarness of the patient's
approaching death.

Awareness of physical deterioration of the patient was
one way families realized that the patient's condition was
terminal. Sometimes families knew this, but their under-
standing of the dying trajectory did not match what actually
occurred. Glaser and Strauss (1968) describe the different
dying trajectories that occur. The degree to which the
health care provider discussed this trajectory and. inter-
preted signs to the family seemed to be important to the ac-
curacy of the dying trajectory the family imagined.

Weisman (1979) talks of the importance of psychosocial
staging in helping patients and families cope with the can-

cer experience. This concept is based upon psychosocial ef-
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fectiveness, spread, cellular differentiation, and so forth.
Weisman (1979) identified four psychosocial stages, which
could be considered in conjunction with, if not parallel to,
four clinicoanatomical stages:

1. Existential Plight

2. Mitigation and Accomodation

3. Decline and Deterioration

4, Preterminality and Terminality

It appears that in each of these stages, there is a level
of awareness that patients have about the disease, based
upon what they are told and how they interpret the experi-
ence. Initially, the patient is shocked by the news of the
diagnosis and patients report that they imagine death as a
real possibility - an existential plight. The second stage
involves a dissipation of stress and a regain of some auton-
omy and sense of stability. The later stages refer to de~
cline and preparation for death. Weisman (1979) writes of
the differences in patient's awarenesses during these stag-
es. He describes different types of awareness that range
from denial to more open forms of awareness contexts. The
interactions between participants in these stages are cen-
tral to the understanding that patients have of their condi-
tion. While Weisman describes these stages with specific
reference to patients rather than families, it would seem
that the general psychosocial stages that families experi-

ence might be similar.
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The lack of knowledge of the terminal quality of the pa-
tient's illness has been described a number of ways. Kubler-
Ross (1969) talks of this as a type of denial. Weisman
(1979) refers to this as middle knowledge. Middle knowledge
means knowing and not knowing at the same time. Middle

only 1in very sick patients according
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to Weisman, but may occur in potential or actual survivors
who cannot believe death is near.

Part of the difficulty for families in identifying the
terminal phase of 1living-dying is that this phase is often
not precise. Rioch (1961) describes this stage as the time
when the dying person begins to withdraw into himself in re-
sponse to internal body signals that tell him he must now
conserve his energies. Many writers (Glaser & Strauss, 1968;
Kubler-Ross, 1971; Garfield, 1978) describe the disengage-
ment and separation from the patient by others. This may oc-
cur days, weeks or months before the person dies. It is
partly a gradual separating effort on the part of the pa-
tient and others as a beginning "letting go" phase.

Psychologically, death occurs when the person accepts his
death and regresses into himself (Garfield, 1978). Biologi-
cally, death occurs when the organism as a human entity no
longer exists. There is neither consciousness nor awareness,
such as in the case of irreversible coma. Finally, physio-
logical death occurs when vital organs such as heart, lungs,

and brain no longer function (Garfield, 1978).
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The importance of these types of death is that they occur
at different times and can generate stress and confusion for
families. It appears that interpreting these different types
of death to families would be helpful to them in understand-
ing the situation,

The notion of hope was another property that was related
to the families' understanding of the situation, Hope was
described as essential to survival. This property involved
the expectations and anticipations of the family and pa-
tient. These expectations were very much part of the meaning
of the terminal care experience. Hope was related to how in-
formation was heard by families and explanations could be
said to also give families hope.

The hope in experimental trials was often mentioned by
families. 1In these instances the notion of hope involved a
feeling of actively trying to confront the disease rather
than passively succumbing, These families knew that the
prognosis was often very poor, but needed the focus and ac-
tivity associated with the hope in experimental trials.

According to Stotland (1969), hope is a learned response,
augmented by the example of supportive and successful oth-
ers. Weisman (1979) describes hope as an intangible, immea-
sureable, and very real sentiment. He has observed that
most cancer patients do not depend on hope alone, nor do
they hope exclusively for recovery, extended survival, or

return to previous ways of life. Hope is designed to see
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people through adversity, because it is a character trait,
not because it can be strategically generated or discouraged
(Weisman, 1979). This literature presents an interesting
conceptualization of hope. Hope is identified as an element
in coping with a terminal illness. It is described as a per-
sonality trait, rather than an independent element developed
within a particular context. Weisman's (1979) descriptions
of hope indicates that the hope cancer patients have, de-
pends not so much upon goals, but rather upon self-concept.
This observation was also noted in the study. 1Initially the
researcher listened to the situations described and consid-
ered how hope was described, whether the hope held onto by
families was "realistic" and congruent with the facts pre-
sented by the health care providers about the disease prog-
nosis. The researcher's reaction to descriptions of hope
were in terms of the accuracy of this quality in relation to
the disease prognosis. A more thoughtful analysis identifies
hope as important to the kind of person the patient was. For
example, comments such as "she was a fighter", or "she just
couldn't lie down and die", describe the kind of person that
the patient was and the hopeful trait the patient possessed.,
Therefore, the hope evident in aggressive experimental
trails or toxic treatments was an important part of the pa-
tient's self-image. Most families who chose aggressive
treatment approaches expressed no regret at having pursued

this pathway. It may be important for health care providers
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to look at the role hope plays in a family and to understand
the way in which hope may relate to the self-image of the
patient. For patients with a strong hopeful trait, ways of
fostering this hope may be central to the dignity the pa-
tients' experience in dealing with the terminal illness. For
others, hope may be a lesser characteristic, and efforts to
foster this or act in support of this trait may be inappro-
priate. There is much more to understand about hope in rela-
tion to patients' and families' terminal care plights. How~-
ever, 1t appears that hope 1is an important property that
contributes to the meaning of the experience and the ways in
which families cope.

The decisions families and patients make about the ill-
ness episode are also affected by this characteristic. Nu-
merous decisions occur within this context. What families
believe about health and illness is one aspect of their un-
derstanding. How they react and interpret events is a second
part of the meaning they give to the situation. The ways
that families and patients come to know that the disease is
terminal is an important turning point in their awareness of
their circumstances. And lastly, the hopeful sentiment in
the scenario plays a principal part in determining the mean-

ing of the terminal situation.
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9.5 PATTERNS AND CHARACTERISTICS OF FAMILY INTERACTION

The study identified patterns or tendencies of behavior
between family members as they interacted in the decision
making process. The patterns were also characterized by cer-
tain qualities of behavior between individuals. These pat-

P

haracteristics were related to the information
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that families had about the terminal care situation and the
meaning they gave to the experience.

The patterns of family interaction could involve one per-
son as the primary decision maker or could involve a number
of individuals in the decision making process. The flow of
information largely determined the pattern of decision mak-
ing interaction. For instance, in families where one person
had the majority of contact with the physician, and was then
the family source of information; the pattern of decision
making tended to involve that one person. This pattern could
create conflict or strain in the family if other family mem-
bers were affected by the outcomes of the decisions, or if
they wanted more input into the decisions.

Joint decision making patterns were the least conflict
producing and families generally reported decision making as
a collaborative supportive process. This pattern could in-
volve negotiated decision making or an "understood" decision
process. The "understood" joint decisions occurred most of-
ten in families in which the . husband and wife had lived to-
gether for a number of years and there was an awareness of

each other's preferences.
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In some instances interactions were described as
interactions of indecision. This decision making character-
istic often occurred in the joint decision making pattern
and resulted in delays in final choices. A lack of informa-
tion was often noticeable during interations of indecision,
Also, when family members had different interpretations of
the terminal care situation, indecision more frequently oc-
curred.

This characteristic of decision making was also described
by Degner et al., (1981) as "waffling". These reasearchers
identified one way that families could participate 1in waf-
fling by first giving consent to treatment and then with-
drawing it. It was also noted that families described inter-
actions of indecision as stressful. The stressful nature of
this characteristic of family decision making interaction
was also identified by Degner et al., (1981). They found
that waffling was a state of vacillation that could produce
difficulties for many of the participants.

Fortuitous decision making was another characteristic de-
scribed by families. These types of decisions were less fre-
qguent but were seen as very important. The decision was de-
scribed as fortuitous when the decision was the way
families' would have preferred the decision to be 1if they
had made the choice deliberately. 1In these cases, there had
usually been no discussion about their preferences or the

disease itself; therefore, when the decision "happened” fam-
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ilies were relieved it had occurred the way they preferred.
In some cases these decisions could have been prepared for
and planned. It would be important then, for health care
providers to discuss preferences that families may have
about decisions, so that these decisions do not rely on good
fortune, or conversely, that "unlucky" decisions do not oc-
cur. The most important of these decisions seemed to be
where the person would die, and who would be with the person
at the time of death. This was often the most frequently
discussed decision, the effects of which, remained with the
family members after the death of the patient. These deci-
sions also created the most guilt and regret if the deci-
sions were not the way the patient and family would have
preferred.

The last charactertistic identified were planned/organ-
ized decision making qualities of interaction patterns. This
characteristic occurred most freqguently in families where
the pattern of decision making involved one person. It also
occurred when families described themselves as "well-in-
formed" and when they felt in control of terminal care deci-
sions. This form of decision making was expressed very posi-
tively and gave families a sense of care and order in the

decision making process.
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S.6 PLANNING FOR DEATH

A stage of the terminal care experience that was espe-
cially important in terms of family decision making was the
planning for death phase. The preparation and organization
of preferences and decisions at this time was particularly
stressful and often resulted in the most pronounced after-
effects for families. The extent to which families were able
to plan for the patient's death depended upon the amount of
information they had, and their knowledge of the fact that
the death was imminent. Death-related decisions, such as fu-
neral arrangements, or who would be called at the time of
death, were important to family members. Also, the "where to
die" decision was often central to the family's experience.
An understanding that death was going to occur allowed fami-
lies to discuss and make this decision. The awareness or la-
belling of the patient as terminal, did not always occur in
families and also did not always happen at the same time for
all family members. This finding was also described in Mar-
tocchio's (1982) study of terminally ill patients. She dif-
ferentiated between a patient with a high risk of dying and
a dying patient. Patients were labelled as having a high
risk of dying by virtue of their diagnostic label, guarded
prognosis, or their observable physical deterioration or non
-remitting progressive symptomatology. They were labelled as
dying patients when there was common agreement that death
was inevitable within a fairly predictable period of time

(Martocchio, 1982).
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It was the label of the patient as "dying" that was most
inconsistently applied. Families might know that the patient
had cancer and had been given a poor prognosis. They there-
fore knew that the patient was at a high risk of dying. How-

ever, families often did not recognize or know that the pa-

o

tient was dying. They reported often not being told that
death was nearing or that the various symptoms indicated
physical deterioration. This factor influenced the death
scene that occurred as well. The scene could be planned and
calm or chaotic and stressful depending upon the timing of
death and the awareness of the family. There were also ele-
ments that were outside of anyone's control. For example,
the patient's death could be described as peaceful or dis-
ruptive. The way the patient died was beyond control. Fami-
lies who chose to have the patient die at home were more
frequently present at the death scene and were more likely
to experience a disruptive death,

Families also felt alone and abandoned by the health care
system when patients chose to die at home. The arrangements
such as removal of the patient's body, signing of the death
certificate and availability of health care providers were
loosely arranged and sometimes conflict- producing. There
were often gaps in the organization of procedures to follow
after the death of the patient, and families usually had no

health care provider available to them at the time of death

or afterward to support them through these decisions. This
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aspect was the most noticeable gap in the delivery of health
care support to terminally ill patients.

The numerous decisions made during this stage, the vivid
memories of the death scenes, the significance of the digni-
ty and control that patients had over their own death expe-
riences were all very important events that families de-
scribed. The effects of decisions made within this phase

were the most intense and long-lasting,

9.7 EFFECTS OF THE TERMINAL CARE PROCESS ON SURVIVORS

The terminal care process had profound effects upon fami-
lies. The effects were described as originating from two
sources: (a) the congruence between preferred and actual de-
cision control and (b) the death of the family member,

The effects of incongruence between preferred and actual
decision control were more noticeable to families than ef-
fects of congruence. This was particularly true when the
incongruence occurred between health care providers and fam-
ilies. Frustration, anger and guilt about loss of decision
control were commonly mentioned. These feelings remained
with families to a degree months after the death of the pa-
tient., Families often cited the control and lack of informa-
tion by health care providers as a factor that limited their
decision involvement. Decisions that were made by health
care providers without respect for the patient’'s contrasting

wishes often left families with a sense that the health care
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provider "did not care" about the patient. They also saw the
negative outcomes of these decisions as very detrimental to
the patient. Incongruence between health care providers and
family often brought the family closer together, but ob-
structed communication between health care providers and
family. Sometimes the conflict resulted in families che
physicians as a way of re-structuring the decision control.

Families also experienced incongruence among themselves
and in particular between the patient and other family mem-
bers. The effects of this type of incongruence were experi-
enced as guilt later and families regretted conflict about
some of the decisions. More frequently though, families
would support the patient's right to have the primary deci-
sion control; therefore, there would be congruence between
preferred and actual decision control. However, these fami-
lies sometimes were not happy with the actual decisions that
were made by the patient or the way in which the decisions
effected them,

The effects of congruence between preferred and actual
decision control were not noticed as important when it oc-
curred between health care providers and families. It was
rather, a memory of how smoothly matters happened. Congru-
ence within a family was described in positive terms though
and was remembered as a supportive, mutuality within which
decisions occurred. The family was left with a feeling that

they had supported and respected the patient through this
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time. These positive feelings were important parts of the
families' memories.

The effects that were described as a result of the loss
of the patient were very specific and very common. Families
experienced periods of grief and lonliness, physical health
changes, psychological health changes and alterations in en-
ergy levels, These findings are certainly congruent with the
health changes described by numerous researchers in studies
of the bereaved (Lefebvre, 1978; Glick, Weiss, & Parkes,
1974). Parkes (1972) studied cancer patients and showed how
in some cases, somatic illness follows a psychological
stress, especially a loss or death. Dewi Rees (1972) also
reported that various illnesses are found to be more fre-
guent among survivors than in matched comparison groups.

Families also reported feeling abandoned by health care
providers once the patient died. Home care resources were
removed, physician contact ended, public health nurses did
not visit again; and families felt alone, Many families
identified a need for bereavement follow-up or bereavement
groups.

Many described the extreme change in daily activities as
a stress after the patient's death. Often during the illness
episode families had been actively caring for the patient at
home or were busy visiting at the hospital and taking care
of family arrangements. The picture was one of constant

ativity, movement and responsibility. After the death of the
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patient there was a sudden vaccuum in the daily pattern of
survivors., All of a sudden the routine that they had been
committed to was gone. They no longer had to get up each
day with plans to go to the hospital or care for the pa-
tient.
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hat they still had many responsi-
bilities and the weight of these was often felt more direct-
ly when the patient died and they realized that now they
alone were the parent or head of the household. The change
in roles that accompanied the death of the patient was per-
ceived more clearly when the patient died, even though the
role changes may have been gradually occurring during the
course of the illness. The 1literature on role theory de-
scribes the interactional changes families experience as
roles are altered in response to normal developmental and
maturational changes or crisis events. Feldman and Scherz
(1967) see the family as operating through roles that shift
and alter during the course of the family's life. Almost all
writings in relation to role theory describe the dynamic or
changing quality of a role (Bierstedt, 1963; Coe, 1970). The
pressures experienced by family members and the energy re-
quired by them to take on new roles and new responsibilities
when a family member dies, are significant.

The preparation that families had for the death of the
patient also seemed to be important to their feelings after-

ward., Families who expected the death of the patient at the



186
time that it occurred had usually had the opportunity to say
good-bye to the patient and had, in some cases detached or
prepared themselves for the loss. In other instances, the
death occurred abruptly when the family did not expect it,
or at a time that the families described as "too soon". The
shock and suddeness of the loss often 1left these survivors
in more noticeable distress after the death. These survivors
reported more periods of depression, alcohol abuse, sleep
problems, and physical symptoms.

The literature on bereavement sheds some light on these
reactions. Weisman (1979) indicates that preparation or at
least having an opportunity to exchange and express ideas
and feelings may ameliorate some of the painful 1loss that
will follow. Glick, Weiss, and Parkes (1974) found that
forewarning of a husband's death helped some widows recover
and find new resources earlier than if the death occurred
suddenly. Weisman (1979) also postulates that better antici-
patory resolution may not only reduce prolonged bereavement,
but may eliminate secondary physical and psychological aber-
rance later on. These writings together with the findings of
the study indicate the importance of bereavement preparation
and follow-up. Bereavement 1is erroneously regarded as a
thoroughly natural phenomenon, hardly a process, that usual-
ly disappears after a time without special attention (Weis-
man, 1979). According to Volkan (1970), abnormal grief and

delayed mourning are well-recognized manifestations or prob-
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lems in relinquishing a significant other. There appears to
be a definite need for bereavement counselling for survivors
from both preventative and therapeutic perspectives.

Another issue that was identifed 1in the study related to
bereavement, involves the unresolved problems that existed

1.
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between the patient and family. Weisman (1979) found t
past regrets, pessimism, and marital problems prior to can-
cer do make a significant difference in coping effective-
ness. Families who experienced marital stress and interper-
sonal conflicts, who may have stayed together partly because
of the illness, expressed guilt and sadness after the death.
This issue is something health care providers could be alert
to and also raises questions about the role of the health
care provider in these situations: Are there ways of helping
these families work through these problems or reach some
sense of resolution before the patient's death? How do
health care providers assess the family interaction pat-
terns, and how does one identify the conflicts that are more
deep-rooted in a relationship versus those that are illness-
related? And later, as part of the bereavement phase, how do
health care providers help survivors work through these
feelings of regret, guilt or anger?

The impact of the death of the patient on a family was
multi-faceted and resulted from many aspects of the rela-
tionship, The role of health care providers and nurses in
particular, could be better directed to prevent the compli-

cations of loss experienced by survivors.
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9.8 IMPLICATIONS FOR HEALTH CARE DELIVERY

The theoretical framework that emerged from the study
identified a number of weaknesses in the health care deliv-
ery system in meeting the needs of families in terminal care
situations. Some of the difficulties have been identified in
other studies as well. Therefore, the implications for
health care delivery that the findiﬁégmiﬁagﬁiéHNSﬁQé§ §ﬁg—
ééét;’ are congruent with previous research (Parkes, 1972;
Wéismaﬁ, 1972; Glaser & Strauss, 1968). The problems relate
to the process that participants are involved in during a
terminal illness. There are also outcomes that are unfavora-
ble as a result of difficulties 1in the drama that unfolds
when a person has a terminal illness. The following recom-
mendations are the most important suggestions that are evi-
dent from the descriptive theoretical framework of the
study.

1. That the type of decision control preferred by pa-
tients and families be identified by health care pro-
viders as early on in the illness episode as possi-
ble.

2. That patients and families be given information about
the illness experience clearly, directly, and thor-
oughly.

3. That interpretations of information be clarified and
discussed with patients and families to ensure accu-

racy of message transmission.
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That decisions to be made are identified and dis-
cussed with patients and families in time for an in-
formed decisions to be made.
That health care providers assess family interaction

patterns and characteristics and 1identify potential

3
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That health cére providers prepare patients and fami-
lies for decisions that need to be made when the pa-
tient dies at home,

That health care providers facilitate organization
and dignity in the care of the deceased, particularly
when the patient dies at home.

That health care providers help families identify the
dying phase of the illness to permit preparation for
death.

That health care providers provide bereavement coun-
selling for families who have experienced the death
of a family member.

That health care providers be prepared to be more ac-
tive in the early diagnostic stages of decision mak-
ing with concern for the preferences of the patient
and family and with a willingness to review and ex-
plain information.

That the health status of family member be assessed
and attended to in a preventative and therapeutic
sense during and after the illness episode of the pa-

tient.
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12. That consumer organizations facilitate education

9.9
1.

about informed consent and the rights of patients in

health care decisions.

RECOMMENDATIONS FOR FURTHER RESEARCH

Research to validate the categories identified in the
theoretical framework of the study utilizing a larger
sample.

Research to identify the extent to which patient and
family decision control preferences remain constant
over time, from pre-illness stages through the termi-
nal illness experience.

Research to identify the experiences of patients as
well as families as they are experiencing the deci-
sion making process in terminal illness situations.

A quasi-experimental research study to explore the
effects of bereavement counselling and anticipatory
grief counselling on survivors.

A descriptive study to identify the notion, hope, and
the role hope plays in the terminal care experience
of families, Particular focus would be on the rela-
tionship of hope to information, the meaning of the
situation and the effects of the terminal care pro-
cess on survivors.,

Research to develop and refine a tool to assess the

health and functioning of families,
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7. Research to further evaluate the reliability of using
multiple respondents as opposed to individual respon-

dents to obtain data.



Appendix A
TABLE 1 - TIME OF INTERVIEW AFTER DEATH

Time Number of Families
After Death Interviewed
(months)
0 -2 1
2 - 4 1 ;
|
4 - 6 4
6 - 8 2
8 - 10 2
N = 10
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Family - Age and Sex Distribution

Family Composition

husband/wife/children
husband/wife/children
husband/wife/grandparent
husband/wife/child
husband/wife/child
husband/wife/child
husband/wife/grandchildren
husband/wife/child/sister
husband/wife/child

husband/wife/child

N = 60

Appendix B

TABLE 2

Sex Distritution

M

F
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Age Distribution
1-10 11-21 21-30 31-40

41-50 51-60 60-



Appendix C

TABLE 3 ~ ETHNIC BACKGROUND

Ethnic Background Number of Families
British Canadian 3
German Canadian 1
French Canadian 2
Icelandic Canadian 1
Jewish Canadian 1
Greek 1
Dutch \ 1

Total L ' 10

- 1984 -



Appendix D

TABLE 4 - RELIGIOUS AFFILIATIONS

Religion

Roman Catholic
Protestant
Jewish

No Religion

Total

- 185 -

Number of Families

10



Appendix E

INTERVIEW GUIDE

Can you describe your family to me so that we can
talk about your (Probes: ages, children, etcetera).
Sketch Family Tree

Could you tell me some of the background about the
illness and care of X? (Probes: the beginning, the
diagnosis, when you found out about X's condition and
how)

Now I would like to ask you about the care of X? Your
(husband/wife) died at (home/hospital) and (his/her)
care took plade mainly at (home/ hospital)? Could
you tell me what types of decisions had to be made
related to the care of X? (Probes: place of care,
pain management, treatments, chemotherapy, choice of
doctors or health care providers).

Who made most of the decisions related to the care of
X? (Probes: doctor, family, patient, nurse, combina-
tions of people)

Were you‘involved in the decisions about the care of
X?

How did you feel about being involved in the deci-

sions about the care of X?

- 196 -
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Would you have preferred a different type of involve-
ment in the decisions related to the care of X? 1In
what way?
Would you say that the way you were involved in the
decisions related to the care of X is the way you
would have preferred it to be?
Do you feel that the fact that your actual involve-
ment was (close to/ different than) the type of in-
volvement you would have preferred affected you in
some way?
Is it still affecting you in some way? How?
Did the involvement 1in the decisions about the care
of X affect the family in any way? How?
Have you noticed any changes in your own health dur-

ing or after this experience?



Appendix F
CONSENT FORM

I, , agree to participate in a study entitled
"Family Decision Making in Terminal Care."” It studies fami-
lies' preferences and involvement in care decisions. It is
conducted by Linda Kristjanson, R.N,, Master's student at
the School of Nursing, under the direction of Professor Les-
ley Degner, Associate Professor, School of Nursing, Univer-
sity of Manitoba. My participation will involve approximate-
ly one, one-hour interview. My participation is voluntary,
and I realize that the researcher and her advisors = Pro-
fessor L. Degner, Professor P. Farrell, and Professor E,
Adaskin, University of Manitoba. The information I provide
will be strictly confidential, because no identification

will be associated with the information I provide.

Signature

Date

- 198 -
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