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ABSTRACT

The purpose of this study was o gain a better

understanding of the primary caregivers and how they were
able to care for a terminally 111 family members at home. An
exploratoruy -~ descriptive research design was implemented
along with the ethnograph computer program which was used to
facilitate the processing of the qualitative data. The
conceptual framework for this study was provided by the
crisis theoruy model. The study involved in—depth interviews
with thirty caregivers: fifteen had cared for a terminally
111l family member at home until death, and fifteen had cared
for the terminally ill family member at home but where the
family member returned to hospital to die. The findings of
the study were summarized into three categories; 1) self -
perceived strengths and weaknesses of the caregivery I}
formal and informal support systems; and 3) commonalities

amongst primary caregivers.

The decision as to where the patient would die was a
difficult decision for many, but most were pieased with the
decision that had been made. The results of this study would
suggest a need for a palliative care program to be available
at home as well as in hospital if all patients are to di=s

with comfort and dignity.
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Chapter 1

STATEMENT OF THE PFPROBLEHM

In the 1%9th century, dying and death were recognized
as an integral part of the life cycle,and both the immadiats
and the extended Tamily were closely involved (Blauner, 1246:
Wald, Foster & Wald,178@). In the 28th century, technology
and medicine consistently redirected us away fFfrom the
naturalness of the dying process, and at times seven negated
our right to participate actively in how we die {(Hampe, 19753

Skorupka & Bohnet, 1982 Sobel, 1781).

In recent years there has been a surge of interest in
the aquality of care of the dying patient. This focus on the
quality of life has led to the developmsnt of palliative
care as an alternative model of care for the terminally il1l

patient.

Falliative care is defined in the Palliative Cars

Services in Hospitals Guidelines as follows:

*Palliative care® refers to the orograms or services
that provide care to those patients for whom ftreatment
aimed at cure and prolongation of life is no longer

appropriate but for whom therapy aimed at improving the



quality of the remaining life is the primary objecitive.
FPalliative care offers therapeutic services designed to
address the phyusicals psychosocial and spiritual nes=ds

of dying patients and their families. (p.2)

The first decade of palliative care in Canada has
witnessed a rapid increase in pPrograms. Since the
establishment in 1973 of palliative care units at the Roual
Victoria Hospital in Montreal and S5t. Boniface Hospital in
Winnipeg, there has been a rapid increase in the number of
services and programs. Ley {(19853) reports on a survey
conducted by the Palliative Care Foundation which identified
1146 Canadian programs with a total of 2445 designated beds in
operation by the end of 1983. Of the patients admitted to
these programs, ninety—five percent were diagnosed as having
terminal cancer. Although palliative care programs have
.undergone a4 surprising increase in the past decade only ten
percent of the patients dying in Canada pass through a

palliative care program {(Leys1985}.

The present trend both in the United Kinadom and in
Canada is toward home care rather than hospice care. Hillier
{(1983) writes: "The argument runs like this: Hospice beds
are expensive; home care teams are cheap?! so0 replace
hospices with home care teams*{(p.13). In 1light of this
trend, Hillier (1983) suggests an urgency for research on

the Palliative Home Care Program in order to assure that the
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terminally 111 patient at home is able to die in comfort and
with dignity. Greenley (1984} agrees that the home as a

setting for care of the terminally ill requires study in

order to assess its potential as a successful alternate to

the hospital.

There is increasing evidence that most people would
choose to die at home if appropriate supports weres availabls
(Ajemian & Mount, 19883 PBass, Pestello & Garland, 19843
Glaser & GSifraus,19683 Kalish & Reunolds, 19745 Lack. 19883
Mor & Hiris, 19835 Parkes, 19853 Perrolaz & Mollica,1981;
Ross, 19813 Schmale, 198@§ Skorupka & Bohnet, 19823
Tehan, 19835 Ward, 1778). Ajemian and. Mount (1988) state,
*The health care system should support, facilitate and
assist the terminally i1l in their desire to be at home
while that 1is feasible and to die at home if that is
possible”(p.12). Krant (19278) states, *The dying person
should be allowed to finish his life at homes surrounded bu
a compassionate family, amid his ocwn possessions and in  a
setting that can maximize psychological comfort®{(p.544).
"Since dying is the living we do at the ends people should
be encouraged when possible to die the way they live®

(Thompson, 12B4sp.224) .

The option for the dding patients to be cared for in
their own home 1is being recognized increasingly by the

general population and by health srofessionals (DuPois, 19803



Greenley, 198435 Stoddard, 197835 Strauss & Glasers1975). The
Task Force on the Allocation of Health Care Resources (1983)
stated, *a commpassionate coordinated program for  the
terminally il1l, with an emphasis on the possibility of
remaining at home, would be welcomed by consumers®(p.19).
This Task Force (1985) also concluded that although some
duing patients may prefer to be in a hospital, most would
rather remain at home surrounded by their friends and

family.

Throughout the literature there seems to be agreement
that many family members, other consumers and the dying
patients themselves would prefer to remain at home to diej
yet statistics show that more than two thirds of Canadians
die in institutions (Shephard,197&6). In Saskatchewan {(Annual
Report, 1982, T@.3 percent of the deaths occured in
hospitals. In the United States, Little (1985) reports that
although four out of five people who responded to a recent
study said they would prefer to die at homey current
estimates showed that fowr out of five died in some

institution.

Az a result of the shift in hospice care fFrom
institutionally based programs to community based programs,
dying at home may be possible for an increasing number of
people. This trend was apparent in the Saskatoon Palliative

Home Care program which began in 1984. At the end of the



first year, 73% of the clients were decesased and over half
of them had died a{ home. The average cliesnt was sixty—Ffive
years old, diagnosed with cancer, and lived at home with a
spouse as the primary caregiver {Evaluation of the

Palliative Care Pilot Project, 1284&).

With the increase in community palliative cars
programs, & great deal of the responsibility of caring for
the fterminally 1ill has been returned to the family. Few
studies have looked at the impact of caring for the
terminally i1ill person at home. Martinson and her colleagues
(1977, 1978, 1986) have done a great deal in the area of
care Tor the terminallg ill child at home, but only a few
studies {(Barzelai, 1981: Rose, 19763 Wilkes, 1984) have

looked at caring for the terminally ill adult at homs.

From the author’s personal experience in a Home Care
programs it became apparent that many people were being sent
home with a diagnosis of terminal cancer. In most cases,
follow—up was to be provided through the family physician
and the Home Care program. The question arose: How were the
family and the patient going to cope with these last daus of
living at home? This situation had the potential for
developing into a crisis for the patient and family alike

depending on the resources that were available.
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It also became apparent from clinical experisnce that
one of the key people in determining whether a person
returns home to die is the person who is designated as the
primary caregiver. As was found in the Palliative Care
program in Saskatoons that person is generally a relative
and most often tends to be the spouse ({(Evaluation of fhe
Palliative Care Project, 1P858). Librach (19853) expresses
concern Tor those who are ‘caring and coping with dying
patients, concern rooated in fears for the adequacy of care
given and concerns for emotional well-being that may be

threatened by coping and caring for the dying patient.

The author also noted during clinical experience in a
HDmEVCaPE program that a great deal was expected of the
primary caregiver by the patienty the health care
professionals, the community, as well as from other familuy
members. Many primary caregivers had had little experience
in caring for a terminally ill patient and uet weres expected
to be able to cope phuysically and emotionallyy while most of
the attention is given to the patient. Malkin (19746} found
that some families are unable to cope with caring for the
terminally ill at home for more than a few daus, while
others were able to care for the patient until death
occurred. Malkin (i?76) found that for ths %amilies who were
able to cope with the many difficulties, the emotional

trauma is eased and the satisfactions were great.
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To provide adequate support to the terminalliy 111
patients and their families, 1t is essential for health care
providers to understand how dging at home is perceived by
families. The question asked in this study is: How do
primary caregivers perceive their ability to care for the

terminally i1l family member at home?




Chapter 11

CONCEPTUAL FRAMEWORK

Z.l1 Crisis Theory Model

The conceptual framework for this research is
provided by the crisis theory model. This model incliudes the
invoelvement of significant persons and an individual facing

a hazardous svent {(Intfante, 1982).

The concept of orisis as formulated by its chief
theoreticians, Gerald Caplan and Erick Lindemann, was first
developed as a psycho-social event. Caplan (1741 and
Lindemann (19265) refer to crisis as a state of the reacting
individual who finds him/her self in a hazardous situation.
They emphasize that not all individuals faced by the same
hazardous event will be in a state of crisis. On the other
hands they suggest that there are certain common hazardous
events, such as loss by death and its sequel of grief and
beregvement which will induce a state of crisis of lesser or
greater intensity, or of lesser or greater duration, in

nearly all individuals.

In its application, Caplan’s crisis theory can be
divided into three stages as depicted below:{iInfante

1982, p. 14)




Crisis Theory Model

Stage I: Pre—(Crisis

Dynamic Equilibrium

Man <—> Environment

Hazardous Event

Perception of Problem

Problem — Solving Mechanisms

1
| Solution to Problem |

Stage I1: Crisis

Coping Mechanisms Fail + Stimulus

Additional Internal & External

Resources Mobilized Through Intervention

T N

or
Stage 1I11: Post-Crisis \\\

Resolution Growth

of crisis\Health

Major Disorganizatianj

\
Breakdown _,,,,—f,—””’ Maladaptation

Entropy Maximum possible

lavel of wellness




2.2 Theoretical Definitions:

Dynamic equilibrium: a gstate of constant axchange,

striving, action and reaction on the part of an individual.
The person is viewed as existing in a state of interaction
with *the environment. Bioclogical, psychological, social and
spiritual factors combine to influence the state of dynamic

equilibrium {(Brownwell, 1984).

Hazardous event: an occurrence that has the potential for

causing a state of disequilibrium. The harzardous event or
occurrence may represent a threat (terminal iliness)s, an
actual loss {(death of a loved one} or a challenge (providing

care for a terminally i1l family member at homa).

Perception of problem: It is important to determine what

the crisis means to the clients and how they fesl it is
likely to affect their future. When crisis occurs in a
family some members see the situation differentiy from
others. The person attempts to deal with problems or events
from his/her point of view and reacts to them by calling

upon probiem solving mechanisms.

Problem Solving HMechanisms: People as living systams

react in certain waus often unconsciously, in order to

maintain relative equilibrium within themselves and in their
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relations with others. Loss of homeostasis occurs when some
internal or external force disrupts the sustem’s halance and

alters its functioning. In order to restore segquilibrium

people attempt to cope.

Splution to Praoblem: would include the quality of the

individual’s acceptance of the death (Quinn,198Z); living
life as fully as possible until the time of death; planning
the circumstances for the death as close as possible to the

wishes of those concerned;i; an atmosphere of dignity.

Crisis state: In a c¢risis, the problem is generally
unfamiliar and greater than wusuwal. The critical factor
influencing the occurrence of a crisis is an imbalance
between the importance and difficulty of a problem and the
resources available to deal with it (Caplan,1%64). Learning
of the diagnosis Df terminal illness in a familu member,
along with caring for that family member and preparing for
the death of that person mau all be events which could lead
to a crisis for the caregiver, other family members and for
the patients themselves. Other situations which mayu lead to
crisis during the final stages of a terminal illness are
incontinence, increased pain, choking and role changes.In
the state of crisis, the individual usually reaches out to
seek and utilize the resources of his communitu.

A system’s strong need to regain homeostasis means

that the diseqilibrium of a crisis tends to be self—-limiting



lasting four to six weeks {Caplan, 1961). The urgency of the
situation and its time limitations require the promet,
focused attention of clients and health professionals

working together to achieve a successtul outcome.

Coping Mechanisms Fail + Stimuluss: If their efforts fail

to solve the problemy feelings of anxiety and inadequacy
increase. Aguilera and Messick (19B4) suggest that a  person
'in this situation feels helpless, is caught in a state of
great emotional upset and feels unable to take action on
their own to solve the problem. At this point the person is

not self supporting and sxternal intervention is needesd.

Additional Internal & External Resources Mobilized Through

Interventions: The primary goal of crisis intervention is

to reestablish equilibriumy to help the family through the
crisis while allowing them autonomy (Christensen & Harding,
1985). The role of the intervenor is to assist the person in
crisis extend personal resources. This may then effect
satisfactory resolution of the crisis and achieve growth

{Infante, 1982).

esglution of crisis:t refers +to the succsss of the

intervention. The individual learns new coping mechanisms,
resulting in growth. Growth occurs when we maturse in  the
crisis and develop more effective ways of dealing with

problems. "Those who engage in healthy adaptation during a
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crisis will emerge unharmed, even strengthened. They have
become prepared to cope with similar events in the future®

{Spradley, 1985, p.3146).

Major Disorganizations: results if the crisis is not

resolved. "It becomes more difficult to mobilize resources
or even fto seek and make optimal use of additional available
help. Growth is less likely to occur™(Infante, 1982,p.28). If
the problem continues unsolved (or avoided) the breaking

point is reached.

Maladaptation: suggests a lower level of functioning than
Previously existed. "Since compensatory processes within the
body are wusually evoked, the aim is to lead the individual
to a maximum possible level of wellness" (Infante, 1982, p28).
Moreover, maladaptation can result in a very low level of

functioning and can eventually lead to entropy.

Brealkdown: complete emotional breakdown means total

disorganization, which would result in 1itfle if any

function. Breakdown leads to entropy.

Entropy: diminished capacity for spontanecous change.
Entropy is a loss of energy that can occur suddenly or over
4 period of time. In the context of crisis theory, entropy

leads to death {(Infante, 1982).



Chapter 111

REVIEW OF THE LITERATURE

3.1 Introduction:

A review of the literature related to crisis theory
and caring for the dying at home resul ted in the
identification of several concepts. Crisis and crisis theory
were reviewed in relation to the effects an the primary
caregiver when caring for the duing patient at home. The
concept of family was also reviewed since the primary
caregiver at home was found to be gensrally a family member.
Anotheyr concept which was found to be closely related to
caring for the terminally ill at home was that of coping.
Coping is also a major factor in dealing with & hazardous
event and the resolution of crisis. The final area to be
reviewed was that of duying at home and what it means to the

primary caregiver.

3.2 Crisis and Crisis Theory:

The term "crisis® has a variety of meanings depending
on how it is used. In lay language, a crisis is usually

equated with disaster, an environmental event which poses
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external threat (Rapoport, 194653). Erikson {(1943) and others
talk of developmental crises which are induced by the
special tasks required by each new develaopmental phase 1in

the sequence of psuchosocial maturation. As well, crises and
stress are often used interchangeably. The concept of stress
tends to carry a negative connotation referring to burden or
load under which a person survives or cracks. In contrast, =2
state of crisis 1is conceived to have a growth promoting

potential.

Parad and Caplan (1965) define crisis as "the impact
of any event that challenges the assumed state and forces
the individual to change his view of, or readapt to, the
world, to himself or both® (p.56). Crisis can occur with any

change in which the demands are greater than the resources.

In the Chinese languages the word "crisis® consists of
two characters, one a symbol for “danger®, the other a
symbol for "apportunity” {Infante, 1985). In both
situations, where danger is perceived or opportunity is
perceived, the potential for growth on the part of the
individual exists. If the resources or problem—sclving
mechanisms available to the “individual are sufficient in
number and type, as well as effectiveness, the individual is

likely to experience growth.
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Crises can be classified into two main types:
maturational and situational. Maturational crises deal with

the developmental tasks of individuals. The hazards created

by these tasks are common to all people, and many people go
through these events without incurring a crisis. Situational
crises are usually theb result of some occurrence usuwally
beyond the individual’s or family’s control. The event

cannot be prepared for,y, as it cannot be predicted.

The diagnosis of cancer, especially when sudden or
unexpectedy, has the potential to develop into a orisis for
the individual and the fTamily {(Anthony,19785 Giaquinta,
19793 Grau—Price & Szczesﬁg, 19855 Levs 198535 Rose, 1275463
Strauss & Glaser, 197535 Welch, 19815 Winder & Elam, 1%78).
Goldberg (1974) suggests there are two characteristics of
death as a stress event which make it readily convertible
into a crisis situation. The first is its stark finality -
the irretrievable loss of a human being. The second is that,
because death is not a frequent occurrencey one usually has
little experience in dealing with it and, therefore, needs
to seek a novel solution when it occurs. "The family’s
resources may mitigate the severity but will not necessarily
prevent death from being perceived as a crisis” (Goldberg,

19744,p.21).

A model of crisis theory and intervention provides a

view of the diagnosis of terminal cancer as a hazardous
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event which has the potential for becoming a situational
crisis. The nature and resolution of such an event is
dependent on the factors identified in crisis theory.
Rapoport (19245) suggests that many individuals are able to
develop new soclutions by means of the normal range of
problem—solving mechanisms stemming from their life
experiences and maturation, and are thereby able to deal
adequately with the hazardous event. Others are wunable to
respond with the appropriate solutionsy and the hazardous

avent and its sequelas continue to be a source of stress.

Aguilera & Messick (1%984) provide a paradigm for
crisis intervention that delineates three balancing factors
that must be present (if a crisis is to be avoided) when a
stressful event disrupits the homeostasis. These balancing
factors aref! a realistic perception of the event, adequate
situational support and adequate coping mechanisms. Should
any of these balancing factors be absent they predict a

crisis will result.

According to Caplan (1754) 4 the essential factor
influencing the occurrence of a crisis and the ability to
cope with it is the resources available to deal with the
crisis. Lev (1985) suggests, "The help or hindrance received
by others — professional caregivers as well as friends,
family and community supports — mayg make the difference
between acceptable adaptation and maladaptation to the

situation® (p.72).
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Caplan {1245) states that a person cannot remain in a

state of disequilibrium for more than siy weeks. During that

time the crisis is successfully resolved with intervention,
or else major disorganization OCCUrs. Surccessful
intervention in a crisis leads to reorganization and
attainment of a higher level of growth and wellness, because
new strategies and resources are introduced into the
individual’s repertoire of responses for coping with future
hazardous events. If the crisis 1s not resolved, the
individual may fall to a level of wellness lower than that
of the pre—-crisis stage. This maladaptation may take the
form of a chronic phyusical or mental disorder, or 1t may

lead to complete breakdown and death.

Hill (194646} viewed the course of adjustment to a
family crisis in the profile of a roller—-coaster. The
component parts to the roller—coaster profile of adjustment
are: crises —»> disorganization —> recovery —* reorganization
as designed below: (p.46).

angle of recovery
crises

—_ D - > ~ level of

reorganization

period of
disorganization

.y —— — —— o — — —
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Infante {(1982,p.19) developed this model Turther as
below:

higher levsl
of functioning

Previous level of
functioning

growth
hazardous
event —— e —— _——
X / new coping
/ mechanisms

Inadequate coping
mechanisms

angle of recovery
———————— intervention

crisis

The *X* marks the entry of a hazardous event with a
period of disorganization following. When the
problem—solving mechanisms of the individuwal fail, the
individual plunges into crisis. Internal and external
resources are called into play to assist in a healthy
resolution. The angle of recovery is dependent upon the
timing and the appropriateness of the interventions. The new
dynamic equilibrium may be better or worse than formerly

existed.




3.3 Familys

*"There is no uniform or universally accepted
definition of the family, due to cultural differences 1in
function and structure, and duse to various approaches taken
by the many disciplines that study the family® (Thibodeau &
Hawkins, 1982y p.81). Thibodeau & Hawkins (1282) suggest
that the family may refer to a two-parent unit with or
without childreny, a single-parent unit. or groups of related

or unrelated persons sharing a household.

The family is traditionally viewed as the first line
of defence to support one of its members who faces a corisis
{Giacquinta, 1977). The family 1is a social system whose
structure is founded on a contracted network of interacti§n5
and obligations {(Dow, 19453). Therefore,s, the impairment of
any family role will require the alterations of reciprocal
roles {(Infante, 178Z; Kalish, 19815 Sobel, 19813 Welch,
1981) with the likelihood of increasing familial stress and
crisis. "The diagnosis of terminal illness in a family
member  hurls the family into an acute crisis situation,
disrupting normal patterns of interaction and
behavior™" (Cohen & Cohen, 1981, p.177). The living — dying
phase is described as a "physical and psychosocial 1limbo”
for the family (Cohen & Wellisch, 1278). Normal plans are
suspended and routine functions are interrupted as the
family éearches for a new equilibrium in the face of

impending death.



Pecause of the implications for disruption to family
functioning, the family should not be viewed solely as the

principle refuge for the sick but rather as a unit facing
crisis and, therefore, the target of nursing care {(Craven &
Wald, 19733 Giaquinta, 197735 Infante, 128BZ). This is felt to
be especially ftrue if the family unit is expected to
mobilize resources and care far the patient in a home
setting. The question arises: How can the family members be
expectéd to provide the patient with the necessaruy emotional
supports carry out nursing carey, and maintain their own
psychosocial integrity and relationships when they
themselves are facing a hazardous event which has the

potential for developing into a crisis situation?

Spousessy children, parents and extended fémilg members
experience both psychological and phusioclogical he=alth
changes 1in response to the stress of a terminal illness in
the family (Cassileth & Hamilton, 197935 Degner, EBeaton &
Glass, 19813Klein, Dean & Bogdonoff, 1246735 Kristjanson,
1983). HRKristjganson (1983) reported that family members
sxperienced exacerbations of chronic illnesses such as
diabetess, hypertension and ulcerative colitis during the
illness episode of a spouse with cancer. Weisman (1942) also
observed that not only were so—called psychosomatic
illnesses very common in survivors, but the onset of various
unquestionable organic diseases could be traced to such

psychosocial events as bersavement, depression and despair.
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Other clinical studies {Bowan, 19763 Dohrenwend, 19733
Holmes & Rahes 1?2473 Raphael, 19773 Sitrauss & Glaser, 19732
indicate family members are at high risk for emotional
difficulties following the 1loss of a 1loved one. Such
findings underscore the importance of extending our concern

for the dying parson to include the entire family sustem.

Families’ habitual problem - solving styles are
automatically used while attempting to cope with the trauma
of terminal illness. The response to a terminal illness is
seen not as a singular, unilevel and unprecedented reaction
in the 1life of a family, but rather as a derivation aof the
customary patterns of problem resolution {( Berkun, Pialek,
Kern & Yagi, 192625 Cohen & Cohen, 1981). MacVicar & Archbold
{1976) point out thatsy "The vulnerabilitu of the family unit
to a crisis event such as illness is related to the ability
of the family members tfto modify their respective roles,
perform tasks essential for the continuity of family life

and redefine personal expectations and geoals® {(p.183).

The habitual problem — solving mechanisms may or may
not adequately or effectively lead to the previously
achieved state. If the resources or problem - solving

mechanisms called into play to handle a given situation are

sufficient in number and type, as well as effective, the




individual iz likely to experience growtlth. Cobb (197&)
agrees that social support networks available to families
coping with crisis are crucial determinants in the

facilitation of effective coping. "One major cause of a
client going into a crisis is the failure of his old coping
patterns that have supported his needs in the past to
resolve the new hazardous event with which he is

faced® (Moynihan & Haues, 1982sp.5644).

Clemen et al. (1281) suggest ssaveral factors that

influence how a client perceives a crisist

1. Number of stressors client is experiencing.

2. Client’s past experiences in handling current
stressori{s).

3. Biopsuchosocial status of the client prior to
encountering hazardous eventi{s).

4, Duration of exposure to current stressori{s).

5. Magnitude or seriousness of current event(s).

6. Suddenness of the event.

7. Client’s understanding of the stressor event(s)

(p.181).

Individuals may view the situation or the hazardous
event as a challenge, a threat or a loss
{Infante,1982).Their view depends on their physical and

emotional state as well as the repertoire of resources
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available +to them. If the family is stable,; it can absorb
the individual crisis and be supportive. If the family has
limited resources, then the individual crisis may increass
the family’s inability to cope with the family or individual
crises leading to breakdown of the family as well as the

individual (Moynihan & Hayes, 178Z,p.&486).

It has long been recognized that people nsed
meaningful human relationships in order to cope with the
stresses of life. Bignificant others (family, friends,
relatives, professionals and others) can increase or
decrease an individual’s vulnerability to crisis during
times of stress. During periods of disequilibrium, persons
need supportive relationships to allow them to verbalize
feelings and encourage them to sort out the realities of
their situation (Clemen et al, 181). Fromer (197%},
suggests that the cultural and social background of the
family and the individual, as well as previous experience
with illness (their own and that of people they know) can

affect the wau theuy react.

Fatterson and McCubbin (1983) view coping as the
family’s ability to acquire and use the resources needed far
family adaptation. These resources may be developed from
within the family boundarieé, such as cohesiveness by
pulling together to meet the demands of home care for the

terminally ill patient. In additions the familH’S'PESDuPCES
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may be acquired from ocutside the family, such as securing
competent medical services in the community, or social

support from other families euperiencing the same hazardous

event.

Hill {(in Fromer, 1979), in research on black families,
identified five characteristics that are indicative of

family strength:

1. A concern for Tamily unity, logalty, and
interftfamily énd intrafamily cooperation.

Z. An ability for self-help and the ability to
accept help when appropriate.

3. An ability to perform family roles flexibly.

4. An ability to establish and maintain
growth—producing relationships.

5. The ability to provide for the phuysical,
emotional and spiritual needs of the-familg

(p.38@).

The greater the abundance of these qualities and the
more highly developed they are, the greater the familu’s
ability to cope with the illness and the individual and to

be of some constructive and positive help to him.

Ancther important factor to be considered when

planning care for the terminally i1ill patient and his/her




family is to allow them control. In order to have qualituy of
life until deathy the patient must maintain as much control
as possible (Quinns, 198235 Selegmany 1975, Skorupka & Bohnet,
1982). For many terminally ill persons,s the need for control
becomes an adaptive coping mechanism as they struggle with
an illness over which they have 1little or no control
{Ajemian & Balfour, 1982). A prime consideration in
providing care to the terminally ill is to allow both the
patient and his/her family +to control situations and
outcomes and to be participants in the patient’s care plan
if they so desire {(Degner et al.; 198135 Kristjanson, 19833

Skorupka & Bohnet, 1798Z2).

Averill (1973) provides a detailed review of the
relationship between perceived stress and perceived control
and concludes that it’s not the form of control one has over
events that matters, but rather 1t is the suymbolic
significance that one has some control at all. Glaser and
Strauss (19468) identify this need for an internal locus of
control as being one of the most common characteristics of
people who decide to either die at home or to remain at home
as long as possible before death occurs. Home care 1is  an
aspect of health care which aims to keep patients in control
of their own 1lives as much and for as long as possible

{Rossmansy 1272).



Williams (19278B) suggests tﬁat when patients are nursed
at home, a careful study has to be made of the factors most
needing alleviation in the opinion of the helpers. Failure
to recognize these can produce undue strain on families  and
although basic care may still be present,; crisis may be
imminent and urgent action is often necessary to support
these helpers. Williams views a preventive approach as being
very important if such problems and crisis are to be
avoided. It is most important that health care professionals
see that the care given is appropriate to the needs of the

terminally i1l patient and their family.

3.4 Coping:

Coping has been defined in different ways by diffsrent
authors. It has been defined by Lazarus and his associates
as the efforts, both action oriented and intrapsychics which
an individual makes to manage environmental and internal
demands which tax or exceed perénnal resources {Lazarus &
Launier, 1978). Monat and Lazarus (1277} states "Coping
refers to efforts to master conditions of harm, threat or
challenge when a routine or automatic response 1s not

readily available® (p.8).

Unlike Lazarusy Weisman and Worden (197677
differentiate between coping and defending. According to

them, coping involves the individual taking active measures



which result in mastery, control or resoclution of an
identified problem and as a consequence, relief of distress.
Weisman and Worden (19276-77) believe that the individual
faced with an identified problem responds with a coping
strategy. The coping strategy employed either does or does
not lead to a resolution of the problem. If the problem is
respolved the individual will have coped effectively with it
(Weisman & Worden, 19746-77). According to this definition of
copings individuals should be able to identify the problems
they are facing, the coping sitrategies theg have used and

the extent to which the problems have been resolved.

Lazarus (174648) suggests that when we use the term
*coping® we are referring to strategies for dealing with
threat and crises. Murphy and her colleagues have ussd the
term “"coping®” in their analysis of the way young children
meet some of the demands and crises in their lives. Muarphy

{19262) writes:

It is possible that by watching them {(children?, we may
learn something about how all of wus deal with new
demands and stressful experiences, newness which cannot
be met by well-established habits of ready—made
answers. When responses are not automatic, when we do
not know just what to do, we have to cope with the
situation as best we cans trying to arrive at a

solution that will enable us to get along. Much of what



we call "getting experience” consists of just this, and
out of these efforts to cope with new situations
eventually develops a certain know—how, patterned ways

of dealing with neuness itself {(p.1-2}.

Mengel (1982) states: "Coping 1is now viewed as a
phenomenon with biological, psychological and social
variables. It is seen as a set of behaviors -—conscious or
unconscious - that a person adopts when facing stress®
{p.1}). Mengel believes this concept of coping to be
consistent with the philosophy of holistic health care.

Holistic health care provides a way of dealing with life’s

changes by emphasizing coping through increased
self-responsibility and participation in the changsa
process.

Mengel (1982) views effective coping as a dynamic
process in which biologicaly psychological and social
resources  are moﬁilized. The selection of which personal
resources to mobilize and under what conditions is complex
and 1is not fully understood. The question remains: Why is

one person better able to cope than another?

Ziemer (1982 concluded from her review of the
literature related to coping, that it is in the interest of
science that the concept of coping be better understood. At

the present time she found there were no adegquate methods
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for measuring the concept of coping. The need for further
study of the nature and substance of people’s coping
repertoires in everyday life situations and the relative
effectiveness of different ways of coping has been
repeatedly cited (Kanner, Coune, Schafer & Lararus, 19813
Mechanic, 19743 Pearlin ~ & Schooler, 1978} . Such
investigations are seen as necessary in  order to  provide
information about effective strategies for avoiding or
reducing stress in order to assist people to attain or

maintain high levels of wellness.

Lazarus and his associate (Roskies & Lazarus, 198QA:}
believe that coping behavior can be evaluated alone two
dimensions: a) the effectiveness with which a task is
accomplished and b) the cost of this effectiveness to the
individual. The cost to the individual can be separated into
two components: a) the phgsinlngicél cost of harmful
disturbance in bodu homeocstasis, and b) the psuchic cost of
violation of value integrity. Thus coping behavior may be
said to be effective when a task is accomplished according
to ystandards tolerable to the individual and the group in
which he lives., Lazarus (1981} believes that coping
effectiveness c¢an only be Jjudged by outcome in morale,

sorcial functioning and somatic health.

Throughout the literature on "roping”, there is

reference to the importance of age, sex, religion, ethnic,




health and socioeconomic variables such as income,
gccupation and education (Batesons, 1246835 Bryne & Thompson,
197835 Crosby & Jose, 19833 Infante, 192825 McGrorus 197835

Moynihan & Hayes, 19825 Quinn, 1%82).

Lazarus and Folkman (1984) suggest that people with
money, especially if they have the skills toc use it
effectivelyy generally fare much better than those without
money. Simply having money, even if it is not drawn upon,
may reduce the person’s vulnerability to threat and may also
facilitate effective coping. Hill (19585) alsc referred to
several studies that offered evidence that fémilies whose
economic well-being is marginal are more vulnerable to

crisis.

Ross (198B1) suggests that people  are shaped by the
cultural wvalues of the ethnic, religious and social segment
of society in which they were raised. He refers to the Amish
Cﬁmmunitg where a deep religious faith and strong emctional
ties contribute to a calm acceptance of death. Ross (i781)
states, "Open discussion of deaths care of dying family
members at home and a high ceremonial emphasis on the death
event help the Amish people to cope with impending loss®

{(p.?).

Buchanan (1984) suggests that when religion provides

individuals with the beliefs that they have the ability to



COpeyy that there are extrapersonal reserves of strength,
that it is possible for some small good +to come from the
present situation, then religion will facilitate the

resolution of stress and an overall healthu adjustment.

In every culture, there are attempts to explain the
meaning of existence (Fongs 198335 Reinhardt & Quinn, 1973:
Shelton, 1981). Attitudes toward death should not he viewsd
as isolated phenomena but as attributes related o
experience.wFong (1985) states, "Nurses must appreciate a
patient’s unique ethnic identity and his or her ability to

adapt in health,s crisis and illness® (p.9).

Perception of a stressful event is viewed as playing a
major role in determining both the nature and degree of
coping behaviors (Aguilera & Messick, 198635 Quinn, 19823
Venters, 1988). Aguilera & Messick {(19284) suggest there are
three recognized balancing factors that may determine the
gquilibrium between the perceived effects of a stressful
situation and the resolution of the problem. These factors
are: the perception of the event, available situational
supports and coping mechanisms. Situational supports refer
to those persons who are available in  the environment and
who can be depended upon to help solve the problem. Aguilera
& Messick (1984) believe that strengths and weaknesses in
any one of the factors can be directly related to the onset

of crisis or its resolution.
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Lazarus (12466} suggests thét when a threatening
situation exists, a primary appraisal is made to Jjudge the
perceived cutcome of the event in relation to one’s future
gnals and values. Then a secondary abpraisal follows whersby
one perceives the range of coping alternatives available
gither to master the threat or to ' achieve a benéfi:ial
outcome. As coping activities are initiated, feedback is
received from the internal and external environments leading
to ongoing reappraisals or to changes in the original

perception.

Meaningful relationships with others provide a persan
with nurturance and support, resources vital for coping with
a wide variety of stressors. When a person lacks these
meaningful relationships they are much more vulnerable when
confronted with a8 possible orisis {(Lazarus, 1266, Hill
(19263) found that families that best succeedsd in meeting a
crisis of war—time separation made frequent mention of
accessibility of relatives, neighbors and friends. Rarely
did they mention the churches, family agencies or other
welfare groups that claim they provide services of this kind

to families in trouble.

The quality of crisis resolution in part desends on
interactions among sources of care and support within and
without the family. The health care system is one of these

sources. In varuying degrees health care workers are directly
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and’indirectlg involved in the family’s living—with cCancer
gyperience; thus the tupe and quality of health cars
provided become important wvariables that affect corises
resolutions as well as the family’s relationships within a

P
L

network that will assist  them over time in coping wi

1

Cancer. If the orimary careggiver is to respond

.l

constructivelu to the crises of diagnosis of terminal ca

iCerr

in a family member, and is to develop effective coping

i

maneuvers that serve them well during the course of «

T
1y}

for the terminally 111 PErSOon at homé, a2ffective

collaboration and coordination among facets of their entirs

network - including the health care system — @ must take
prlace.

Figley (17983} outlines eleven universal
characteristics which differentiate functionail and

dysfunctional coping.

1. ability to identify the stressor;

Z. viewing the situation as a family problems rather
than merely a problem of one or two of its memberss

3. adapting a solution — oriented approcach to the
problemy rather than simply blamings

4. showing tolerance for other family members;

5. clear expression of commitment to and affection for
other fTamily members;

&. open and clear communication among members;



7. evidence of high level cohesion;

8. evidence of considerable role Tlexibility;j;

2. appropriate utilization of resources inside and
outside the familysj

1@3.1lack of overt and covert physical violence;

i1l.lack of substance abuse.

Figley {1983), following a review of family
reactions during catastrophes, concluded that family is
the single most important resouwrce in dealing with
catastrophic stress. Catastrophe 1s defined by Figlesy
as an event which i1is sudden, unexpected, and offen
life—threatening (to wus or sSomegne we Cars degplg
about), and due to circumstances renders the survivors
feeling an extreme sense of helplessness. "By adequate
attention to the health and wvitality of the family
system, victims of catastrophe mayg reliygd on a powsrful

stress~coping rescurce” {(Figleys, 19832, p.Z8).

In relation to crisis theorys how individuals are
able to cope in a pre—crisis or orisis situation is
important to their outcome. "Some seek out the help
they need and come through the experience unscathed,
perhaps even stronger than before. Gthers, unable to
COpe, iNCUr SEvers, sometimes permanaent, damage®

{(Spradely, 1985, p.312).
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3.3 Dying at home:

"The care of the dying demands all that we can do  to
enable patients to live until they die. It includes the care

of the fTamilys the mind and the spirit as well as cars of

the body® (Saunders, 1983,p.7).

Noyes and Clancy (1983) view society as failing to
meet the obligation it has to its dying members. Persons
with terminal i1illness 5uffe¥ isplation and neglect in
hcépitals, receive over — zealous treatment by phusicians,
and are kept in ignorance of their situation by families and

medical personnel. Evidence for these statements ha COme

1}

from observers of the medical care sustem and from duing
patients themselves {Kubler — Ross, 19693 Reunoclds & Kalish,

197435 Sudnow, 12467).

Although most peogple will state that they woulid prefer
toc die at home (Kalish & Reynolds, 1976), the assumption is
often made that the hospital is the "proper” place to die.
Most people in the United States, Canada, England and most
European nations die 1in hospitals (Hinton, 19793 Lerner,
19780). Kalish (1981) states "Since a hospital or other
institution is still perceived as the "natural® place o
dies many people don’t even consider the alternative of

dying at home" (p.257).
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Cockburn {(1983) sees Hospicel/Palliative Care as caring

for individuals in as homelike an atmosephere as possibles

therefore it should be seen as helping families continus  as
long as possible in giving care at home for those who are
able and wish to do so. The hospice concept promotes Z4—hour
availability of supportive services,; not necessarily Z4—hour
presence of supportive services. In the absence of such
support, family members are esxpected to cope with ths
patient care management skills necessary to provide care for
the terminally ill patisnt. Grobe, Ilstrup and Ahmann {(198B1:
suggest that a great deal of the success of existing

palliative home care programs has been atitributed to the

willingness of family members to manage the patient’s care.

Kalish {1281) views caring for someone 4you love who is

s
oSt

dying as one of the most demanding and often one aof th

1]

rewarding relationships that one can enter. He sees the
person  who provides the greatest amount of care 3s being in
a unigque situation. This caring often results in a full. tims

Job with many demands ranging from changing the dyuin

[1y]

[wh

parson’s bedding, to giving a bath, to sitting silently an

holding hands, to talking about funerals and cemeteries. A

in

the person’s condition worsenss the demands for attention
and involvement can be expected to increase. &4t this point
some people choose to transfer the dying to an institution
or hire someone to provide care at home while others, Wi
want the dying tDv be able to die at homes Tace the tasks

that are continual, difficult and emotionzlly draining.
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Kalish (1281) suggests that the primary caregiver may
come to resent his or her involvemsnt, fesel that others in

the family are naot helping enough or that the sacrifices
made to provide the care — such as leaving a job, reiocating
from another community, or requiring younger children to
become self-sufficient — are high prices to pay. Given that
some tension and resentment might enter the relationship.
the primary caregivers may first feel angry and then guilty
over the anéer and over the feeling that they coculd have

done better.

One question which remained unansuersd for Kalish
{1781) was: Wha is taking care of the primary caregiver?

Other questions were: Is there enough sustenance from the

primary caregiver role to provide the primary caregiver with

[

hers in the srimary

a sense of well being? re  thers o

r
i
.

caregiver’s life who can provide the emotional support that

i

is needed tD_ endure both the phusical fatigus and the
emotional pain which is experienced 7 "It is important, as
we turn more and more attention to caring for persons who
are dying and those who are grieving,; that w=e don’t ignore
or turn into "villains® those who, gither as orofescsionals
or as family members, are doing their best to provide

physical and empifional care and support?® {Kalish,

1981, p. 384).
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Although much attention has been given to the need for
patient education directed at self-care and healih promotion
{Chaisson, 19883 Hussar, 19793 Orem, 1288), the literature
is sparse with respect to learning needs of family members
invaolved in the care of the terminally i1ill patient. Cockburn
{19283 noted that success of home care is based on  good
symptom controlsy and that often it is just fear of the
unknown that inhibits the family from caring Tor the

patients in their own environment.

The fact that most individuals die in hospitals rather
than at home as in previous generations, has denied family
members the opportunity to come face to Face with death.
Quinn (1982) believes this has also prevented them from
learning to communicate, learning to provide support, and

becoming more comfortable and insightful with the dueing and

with death itself.

It is now recognized that those who care for the dying

patient frequently experience considerable stress and that

fu

ways of helping them cope need to be developed (Vachon.

12783 Vachons Lyall & Freeman, 1278). One of the asic

concepts in curvrent stress theory is that the individual has

o
--}-I

a finite amount of energy for adapting to stressfu
situations, and unless this snergy is replenished regularly,
the supprly becomes exhausted (Selye, 19546} . Vachon (1283

warns that those who work with the dying are particularly at



risk of depleting the energy they have toc gives, becauses of

the tremendous emotional investment such work entails.

Martocchio (1982) found the literatuwre to be replete
with studies of pain and pain management, as well as advice
about the needs of patients, caregivers and family members.
"*Yet, the problems and dilemmas associated with dying and
death seem at times insurmountable” (p.138B). Az a result of
other studies as well as her owns Maritocchio {(1%¥82) found
there is a need Tor more understanding of the realities
involved in 1living while dying. S5he believes attempts to
understand and cope with the realities of living while duing
are doomed to failure unless societal attitudes and the
interactional settings are taken intoc consideration.
Interactional settings refer to the particular environment

of care such as the homesy hospital or hospice, as wsll

=

h

the individual characteristics, capabilities, and attitudes
of all the interactors, be they the dying person, family

members, caregiver or others.

ot

Martocchio (198Z2) does not consider focusing on aT=]
needs, hopes, fears and desires of people living with their
dying to be sufficient, since the dying experience involves
all persons in the interactional setting. Each individual in
the situation copes with dyuing or deals with the situation

in his or her own way. Yet, each is  influenced by the

actions and reactions of the other. Thuss the realities of



living while dying cannot be understood or successfull:
addressed if the focus is exclusively on the person who is

dying without considering the total situation and setiing.

Martinson’s ressarch (1277,1978,1986) with children
dying of cancer begins to address the concerns parents have
in managing a child’s care at home, but 1little has beaen
documented about the needs of families of adult patients who
face inevitable death. Martinson (1778?) found that for the
dying child, for whom any substantial medical help 1is 0o
longer possibley the home may be the more appropriate
setting. She found evidence that when there has been
adequate preparation of the child’s family and when there is
a support system available to the parents, they are able to

provide quality care for the child.

She also found that the emotioconal and psychological
benefits to the-child and his family were great. Most of the
parents who experienceﬁ hom=2 care felt the grief process was
eased considerably by knowing that they were with their
dging child when their child needed them most, and that they
had the opportunity to do all within their power o help

him/her through the crisis.

A study by BParzelai (1981) involved twenty subjects
consisting of significant others who had participated in the

hospice program. Significant others referred to the reliative




4

B MPONY

or friend closest to the dying person, who tended to the
dying person and acted as a liason between the patient and
hospice. Eighty—five percent of the respondents said it was
desireable for a dying person to be at home as much as
possible. Reasons given were: the patient was mare

comfortable; it enabled the family to grow clossr together:

]

it enabled the patient to have some control over his lifsg

andy it enhanced the patient’s will to live.

Rose (1976) interviewed twenty—six family members of

adult cancer patients who had lived at home sometime during

]

the eight weeks preceeding their deaths. Most Tamilies

reported that the patient’s physical neseds - such &

i1

0
I

bathing, feeding, and dressing changes — were met

immediate relatives or close friends. Only one of th

i

twenty-six families reported that they had had visiting
nurse assistance. Sixteen Tamily members reported that they
needed some type of special eguipment to lighten tﬁe burden
of the patient’s physical care, but only eight zsaid ihég

obtained what they needed.

Nineteen families indicated a need for teaching about
home care, particularly in those areas requiring greater
knowledge and Judgement, such as pain control or spacial
foods. Almost all families reported that while the patient
was at home, problems arose which they believed required a

doctor®s assistance. Fourteen families said that medical




atfention was inadequate. Thirteen of the twenty-six family
members mentioned problems in getting the patient to and
from the hospital or clinic for treatment. Other prchlems

identified were sleeps finances,s and child care.

Wilkes (1984}, in a study using a random sample of &2
deaths, interviewed the family carsgivers one to six months
following the death. He found the difficulties of the
relatives were more often the reason for hospital admission
than the needs of the patients. The main reascns Tor
admitting the patient to hospital according to the relatives
werej better care was available there (41%43, relafive felt
physically unable to cope (26%4) and relative fTelt

emotionally unable to cope (12%4).

In retrospect,; Wilkes (1984} found that 74 of the
relatives of patients who died 1in hospital would have
preferred that the death occur at home and only 3% of the
relatives of patients who died at home would have preferrad
that the death occur in hospital. Important anxieties which
were identified in home care were the difficulties in
getting any trusted, familiar out—-of-howrs advice, and
delays of up to four or even eight weeks in obtaining basic

equipment such as incontinence pads or commodes.

Pass,s Postello and Garland (1984) also found evidence

that indicated patients and caregivers who have more
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difficulty with terminal care at home ‘are more likely *to
return to a Tfacility. Kalish {19465) reports that the

location of patients when they die is an outcome measure

reflecting the experiences of patients, famili=s, and
caregivers. More specificalluy, the place of death reflects
both the degree to which caregivers experience difficulties
with providing care at home, and whether home hospice carse
provided patients with an ideology and set of services which

satisfied their needs (Kalish & Reunoclds. 19740,

During the past five years family members have become
recognized within the long term care system as being the
major care providers for impaired adults. Because of the
recognized importance of the family caregiver 1in the long
term care system, research is now being done to bsiter
understand the distribution, correlates, and consequences of
caregiving (GQwyther & George, 193856). Guwyther and Georgs
(1984&) indicate that caregiver -functioning and perhaps
institutional placement is better‘ predicted by
characteristics of caregivers and caregiving context than by

illness characteristics.

As a result of the findings, Guwulther & George {1734}
suggest that service providers and clinicians look beyond
the objective functional status of the patient in order o
adequately support caregivers and enhance their
effectiveness. "Indeed, these findings suggest that

caregiver well-being cannot be understood without a broad
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view of the caregivers?’ subjective perceptions. personal
characteristics, and social resources”® {Guyther & Georgs,

19B&, p. 247 .

Zarit, Todd and Zarit (19B&) suggest an important
issue in research on caregivers is their variability - how
they differ from one another in their reépanse to caregiving
demands. Clinical observations indicate that some ars
auickly and decisively overwhelmed, and others make guiet,
stubborn efforts to care for their relative at home.
Research that identifies souwrces of this wvariability céuid
be useful in planning programs that reduce the stress on
family members and prevent premature or uUnnecasssary

institutionalization.

Shneidman (198@) found that from the relative’s point
of view nursing samecne at home could be a severe stressj
however, there is reason to believe that in the long t=rwm,.
peaple who have cared for someone in this way may find
themselves coping with life better after bereavement. Most
studies about death tend to ignore the fsct that the
problems of loss and grief begin before the loved one’s
death, that there is anticipatory grief which follows
notification of an unfavorable prognosis (Hampe, 1975).
Kubler — Ross (197@) maintained that if widowed persons  had
been helped before the death of their partner to bridge the

gulf hetween themselves and the duying one, halft of their

battle to work through guilt and grief might have been won.




Hampe (1973} suggests that the family’s involvement in
the physical care of the duing person is extremely important

in allowing the family members to feel that theg have done
something significant for the person and in reliewving guilt
to some degree. When family members are able to observe and
participate in the care of the loved ones they are given the
opportunity to give and receive satisfaction in the

remaining time allowed the relationship.

Kalish (1977) suggests there are forms of compensation
when  caring for the terminally ill. The primary caregivers
at home are able to control information, the physical space,
and the emotional contacts with the dying person. Theg can
decide who visits and whens, who i1s prive to what
information, and what messages are carried. Kalish (1%77)
suggests that after the death, this person may find
adjustment the moét difficult in terms of reestablishing
social cultures, work cafeer, or organizational involvement.
but will probably have the 1least guilt and the feuest
feelings of having unfinished business of andgone in thse

family.

Rees and Lutkins (1247) conducted a survey to assess
the effect of bereavement on the mortality of close
relatives in a small semirural community (371 who died were
compared to a control groupl). It was found that 4.7&%4 of

bereaved close relatives died within one yesar of bereavement




compared with @.68% in the control group. They also found
that if the first relative dies in hospital the beresaved

close relatives carry twice the risk of dying within a us=ar

of bereavement than if the first relative had died at home.
This increase in the risk for bereaved close relatives when
the original death occurred in hospital compared with at

home was significant at the .05 level.

2.6 Summary and Conclusion:?

As a result of the literature review, several factors
contributed to tﬁe need for the study: a) concern about the
quality of care provided for the terminally 111 patients and
their families, by the fact that most terminally 1ill
patients wish to remain at home as long as possibles ©)  the
trend toward more terminally 111 patients being cared for at
homes d?) concern for the family caresgiver while caring for a
terminaliy ill family member at home, @) the fact that many
questions still rvemain unanswered due to the lack of
research 1in the area of the role of the caregiver while

caring for a terminally ill family member at home.

The need for further research in this area became
evident as a result of the literature review. There was also
a sense of uwrgency related to further research because 5%
the present trends. A descriptive — exploratory study was
designed to better understand the role of the primary

caregiver and to provide a basis for further research.
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Chaptar IV

RESEARCH DESIGN and METHGCDOLOGY

4.1 Purpose of the Study:

The purpose of this study was to gain a better
understanding of primary carsgivers and how they wers abls
to manage the care of a terminally i1l adult family member

at home. Specific objesctives were:

1. To identify the primary caregiver’s self percsived
strengths and weaknesses.

2. To identify the reported key TfTactors, including formal
and informal support systems, which were influential in
the primary caregiver’s ability to care for the
terminally ill person at home.

. TD- determine whether commonalities exist among primary
caregivers who are able to care for the terminally i1}

patient at home.

4.2 Functional Definitions:

i. Primary caregiver — that person identified by the
Palliative Home Care staff or self, as the one

principally responsible for providing and coordinating
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the resources which enabled the terminally ill patient

to live in a non—institutional community setting.

-~

2. Support systems — formal and informal

Formal support systems include services and aid
provided through private and public services as well as
health care agencies £.9. Doctors, pMurses, stc.

Informal support systems include services and ailde

provided by family and friends.

3 Family - refers to traditional and non—traditional

structures {(i.2. common—law relationships).

4.3 Design of the Study:

In view of the lack of research related to the primary
cafegiver of the terminally ill family member, and since the
study sought to answer the question: How do family
caregivers perceive their ability to care for terminally 111
family members at home?7, the descriptive exploratory
approach seemed to be the most approepriate. The descriptive
sxploratory study focuses on the discovery of the meaning of
the experience through an interview which provides a first

hand account of life events.

This method of study allows the resesarcher to

investigate the meaning of a life event for a group of
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subjects who share a particular event. It alsoc includes an
plaboration of the context of the situatiocn,y, as well as the
retrospective happenings and prospective plans surrounding

the life svent (Parse,; Coyne & Smith., 1985).

Leininger (1985 found that qualitative researcﬂ
methods raveal the proadest conceptualizations of
understanding human groups and their care and health needs.
"Gualitative methods give new hope to the discovery of
extremely covert, subtle, and objective realities and truths
about meaning and expressions of health in individuals both
within health institutions ana community settings®
{(Leininger, 1785:p.3). Tripp — Reimer {19859 agrees that
qualitative research tends to be exploratory in nature and

is capable of providing rich descriptive and documentary

information about a topic.

The goal of qualitative research is to document and
interpret as fully as possible the totality of whatever is
being studied in particular contexts from the pesoplis’c

viewpoint or frame of reference. This includes the

L.

identification, study and analusis of subjective an
objective data in order to know and understand the internal
and external worlds of people. Leininger (1985) views thass
dimensions of knowing as essential to ascertain gquality
features of the informant’s feelingss views, and patterns of
action {aor lack of action}) and their interpretations or

explanations.



In generals qualitative research mesthods fTocus on
identifuing, documenting., and knowing {(by interpretation:

the world views, values, meEanings, beliefs, thoughts, and

general characteristics of life events, situations and

specific phenomena under investigation. Parses, Coune & SEmith

{1985} view the qualitative approach as offering the
researcher the opportunity to study the emergence of
patterns in the whole configuration of Man’s iived

xperiences. It is an approach in which the researcher 13
able to participate in wuncovering the meaning of these
experiences as they are humanly lived. The aualitativs
method also has the potential to generate hypotheses for

further research and to enhance theory.

4.4 Selection of Participants:

The target population was identified as the primary
caregivers of the terminaily ill adult cancer patients who
had been admitted +to the Palliative Home Care Program in

Saskatoon. Having been admitted to the Palliative Home Car

i

Pro41"am,y all patients and fTamilies were aware of th

m

finality of the diagnosis. Also, the fact that the patients
had been admitted to the program meant that theres was a
similar formal support sustem available to all the patiesnts
and families. The philosophy along with the objectives and
the admission criteria for the Palliative Home Care procram

are included in Appendix A.




The goals of .palliative care are to help the duing
patients achieve maximum freedom from physical and emotional
painj; to keep them functioning at a maximal level so that
they can live as fully as possible until death comesi and to
meet any specific needs of the patient and members of the
family that arise from the sitresses associated with the
final stages of 1illness, dying and bereavement {(Ajemian &

RPalfours 19825 Perrollaz & Mollica, 1%B1).

Another reason for choosing patients from this -
particular Palliative Home Care program is that in the first
year of operation (1934 — 17985}, more than half (5&46.1%4) of
the patients who died after being admitted to the program

died at home {The Palliative Care Project Committes, 128%&).

4,5 Criteria for Selectiogn:

i. The respondent was identified by the Palliative Home Care
Coordinator as the primary caregiver of an adult family
membeyr who had cared for a dying family member alt home.

Z. The patient had been admitted to the Saskatoon Palliative
Home Care program.

3. Fifteen of the participants had cared Tor a fterminaliy
i1l cancer patient at home until death occurvrec (Group I).

%4 Fifteen of the respondents had cared for the terminailly

ill cancer patient at home during their illness prior to the
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patient returning to hospital to die (Group II}.
5. All participants were chosen within a time frame of 2Z2-12

months following the death of the family member.

This time period was chosen to allow a period of time
for the grieving process to take place, as well as to allow
for the follow—up visits which are routinely provided
through the Palliative Home Care program. The literaturs
does indicate that the work of resolving a loss of a person
takes a year or more and as the individual moves through the
grieving process, a more realistic memory of svents and
attributes of the lost person occurs (Engel, 195643
Lindemanns 1265). The decision as to the time frame seemed
appropriate based on the available literature and the

routine follow—up schedule within the Home Care program.

The use of two groups provided a comparative Tramework
as well as providing a more in depth view of the caregiver
who was able to care for the terminally ill family member at

home.

4.5 The Process of Selection:

All respondents meeting the above cCcriteria were
identified (34 in totall. Convenience sampling was used
because of the low numbers and the possibility of being

unable to contact some of the possible respondents along




with the possibility of some refusals. It was decided to
begin at the two month period following the death of the
family member and include all eligible respondents. The time
frame extended from February to November (1984) for those
dying in hospital (Group II} and Trom March to DNovember
(1984) for: those dying at ﬁome (Group IJ.

once fifteen respondents in each group agreed to the
interview no further contacts were made. OFf 2ightesn who
were contacted in Group I, three refused to be interviewed
(B3.3% accepted). Of the ﬁineteen contacted 1in fGrous 11,
foﬁr refused to be interviewed (78.%9% accepted). OFf the
fifty—four identified, many were unable to be contacted for
reasons such as having moved, being on vacation or out of
town visiting family. In most cases the reasocons for refusal
ware not revealed as the potential respondent was encouraged

to call the Home Care office if they did not wish to take

part in the study.

4.7 Data Collection:

The data collection technigque included an open -
ended, semi—structured, face—to-face audio taped intervieuw.
A semi—-structured interview guide {(Appendix B) was used
during the interview. This interview guide was based on ths

conceptual framework, and the literature review, as well as




interviews conducted with caregivers during & practicum
assignment for the graduate class in Community Health

Nursing. All interviesws were tape recorded o permit

accurate retention of the information obtained.

FPolit & Hungler (1985) view the face—toc—Tace intervisw
as appropriate in obtaining data that are sensitive and
personal. The interview method was chosen for the following

reasonss

1. The resgponse rate tends to be higher for fTace-to-facs
interviews.

2. Interviews are easier TfTor many pecople than filling a
questionnaire or responding by telephone.

3. In the practicum assignment, all respondents contacted
agreed to an interview and all preferred the face—to-face
interview, compared to answering questions on the
telephone.

4, Face—to—face interviews offer the protection against
ambiguous or confusing gquestions.

5. The information obtained from quesiionnaires tends to be
somewhat more superficial than interview data.

b. Interviews permit greater control over the sample in the

sense that the interviewer knows whether the person being

interviewed is the intended participant.




7. Face—to—-face interviews have an advantage in their
ability to produce additional data through observation. The
intervieswer is in a position to observe or Judce the

respondent’s level of understanding.

8. Respondents throughout the practicum assignment were very
appreciative of having the opportunity to discuss this
crisis in their life. One of the respondents stated,"This is
the first time 1 have been able to talk about it since he

died.®

Open—ended questions allowed the subjects fto respond

in their own words. This method permitted the researcher to

obtain information that was not preconcaived. The
respondents were found to be verbally expressive and
cooperative which allowed for a fuller and richer

perspective on the topic of interest.

Prior to data collections approval was received from
the following committees:
1. the Ethical Review Committee of the School of
Nursing, University of Manitoba.
2. the Ethical Review Committee of the College of
Nursing, University of Saskatchewan.
3. the Research and Development Committee of Home Care,

Saskatoon District #45.



Following approval of these committees, a letter of
introduction along with a letter from the Palliative Home
Care Program {(Appendix C) was sent to all potential subjects
explaining briefly the nature of the study and indicating
that they would be contacted by the researcher conducting
the study. Shortly thereafters, the people were contacted by
telephone to answer questions and to determine their
wiliingness to participate in the study. If they were
willing to participate, an appolintment for a home visit was
made at a time most convenient to them. All intervisws
except two took place in their own home. One respondent in
Group II agreed to the interview, but preferred to come to
the office as he was now 1living out of S8Saskatoon. ©Ons
respondent in Group I preferred a telephane interview dus Io
previous commitments. The length of time for the interviews
ranged from one to two hours with the mean being one hour

and fifteen minutss.

Two pilot interviews were completsd prior to beginning
the data collection. In this way the feasibilityg of the
interview method was tested and the possibility that useful
data could be colliected by having the caregiver
spontaneously tell his/her story was assessad. The
intervieuws Qere valuable in that they provided indepth
information for the vresearcher. In both pilot interviews,
many of the guiding questions were discussed spontaneocusly

by the respondents; therefore a checklist {Appendix D} was
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developed sg that only those guestions which had not emerged
spontaneously would be used to facilitate exploration of

those general content areas. The tape recorder used with the

checklist allowed the researcher to be a more empathetic
listener and provided little distraction for the respondent

created by note taking.

The subjects were informed at the time of the phone
call that they were free té withdraw from the study either
prior to the interview or any time during the interview i1if
they so desired. The researchers name and teliephone numbsr
was left with all the subjects so they couwld contact her if
they decided to withdraw from the study or had gquestions o

ask prior to the interview.

Prior to beginning the intervisw, two consent forms
were signed by the respondents (Appendix E)i; one form was
left with the respondent and the other was retained by the
interviswer. Respondents were assured that they did not have
to answer all the questions and could choose to stop the

interview at any time.

The respondents were most willing to talk about their
experience of caring for a terminally ill famiig member at
home. There were few interruptions during the home
interviews as many of the respondents had arranged for

others in the houseshold to be away at that time. Following
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the interview several respondents commented on how helpful
it was to talk with someons and to have the opportunity to
share their experience especially if it could be of help to

others.

4.8 Confidentiality:

Assurances of the confidentiality of all information
shared with the researcher were made when the consent forms
for participation in the study were signed. Code numbers
were assigned to all checklists and all taped interviews.
Only the interviewer was awares of the identifying
information. Tapes were transcribed also using the code
numbers and the taped interviews were erased. Personal thank
gou notes were then sent to all respondents assuring  them

that the tapes had been erased.

4.9 Data analusiss

Descriptive statistics and content analysis were used
as the method for analysis. Content analysis 1s obyective,
systematics and useful for handling qualitative descriptions
of communication (Polit & Hungler, 19783. It is alsoc a
pracess whereby unstructured data are systematically placed

into categories or units {(Holing, 1985%).




The interviews were transcribed in detail to identifu
phrases and patterns (small wunits of behavior) which
contribute to themes. The interviews were coded first by the
researcher and then 107Z of the coded data was independently
reviewed by two members of the research committiese.
Categories and properties were then discussed with few
discrepancies. An interrater reliability score of
approximately B@YL was obtained, thereby reducing threats to

internal reliability.

The Ethnograph (Seidel, Kjolseth, & Clark, 19855
computer program was used to process the qualitative data.
This computer program facilitates the mechanical aspects of
collectings storing, coding, recoding, and retrieving data.
The purpose of this computer program is to manage some of
the mechanical tasks of qualitative data analuysis while
freeing the researcher to concentrate on  the analytical
parts of the research. The Ethnograph is able to process
various types of qualitative data including transcripts
(Seidel & Clark, 1984). A sample of transcripts at the

coding stage is included in Appendix F.

4.10 Limitations of the studys

The small sample size and the fact that all subiects
were selected from the same program limits the

generalizability of the results. PFecause the sample was




convenience the extent to which the caregivers’ visws arse

rapresentative of the total possible population is  unknown.
The fact that this was a retrospective study may have
affected the resondents’ ability to recall past experiences
as well, their perception of the event may have been altersd

over time.

Another limitation relates to the willingness and the
ability of the caregivers to verbalize highly personal
resSpoOnses, concerns and problems to an investigator whom
they had only met once. The use of the tape recorder mag
also have caused some hesitation in sharing peErsonal

information.




Chapter 3

Presentation and Interpretation of Caregiver Interviews

5.1 Introductiaon

The first section of this chapter relates to the
.demographic data collected at the time of intervisw. The
sample size i1s small, but with the breakdown between groups
one can see trends developing. These trends may suggest
areas for further research.

The taped intervisws were transcribed and coded into
various segments. These coded segments were then brought
together into six categories as listed below:

i) reactions of clients and caregivers to initial

diagnosiss;

ii) characteristics of client and caregivers;

1iii} support systems both formal and informals

iv} decision makings;

v) caregivers reflections of their experiences;
vi} present situation.
Each of these categories will be slaborated upon

throughout this chapter.
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5.2 Characteristics of the population:

5.2.1 Age & sex of terminally ill family members and

caregivers?

The average age fTor the thirty terminally ill patients
was 69 with an age range of 33 to 85 years. The average age
for Group I was &1 years with an age range of 33 to B3. For
Group II the average age was &7.23 years with an age rangse
from 48 to B4 years. The distribution of patients by ags
range is shown in Table 1. The average age reported for
clients on the Palliative Home {fare Program for 1984 - &5

was &5.1 years {The Palliative Home Care Filot Project

Evaluation, 1984).

The average age for the thirty caregivers was 5% with
an age range of 31 to 77 years. The average age for Group I
was 54 years with a range of 31 to 77 years. For Group 11
the average age was &5 with a range from 49 to 73 years. Ths

distribution of caregivers by age can be seen in Table 1.

There were more Temale patients as well as more female
caregivers within the group {(Table 1I}). The ratic of female
to male caregivers was the same for both groups, nine

females to six males.




Table 1

Ages gender, relation of caregiver to client

&

and income:

Group 1 % Group II % Total %
N=15 N=15 N=3@
1. Age of client
2@439 yrs, 2 13.2% @ B.9% 2 L. 7%
43-59 urs. 4 26.7T% 4 26.7% 8 Z26.74
L50-7F urs. g8 53.3% g 53.3% 164 53.3%
g6+ 1 &.8% 3 ZR.0% 4  13.3%
2. Age of caregiver
ZB8-3% yrs. 3 Z0.@% 7] @A.0% 3 184
4A-5%9Yrs. 7 4&6.7% 2 13.2% g 390%
&@-7Fyrs. 5 33.3% 13 B&.B% 18 &84
3. Gender of client
Female 18 b66.6% ?  &B% 19 &3%
Male 5 33.3% & 4% 11 374
4. Gender of caregiver
Female 2 &% 9 68% 18 &Q@%
Male &  4QQ% &  4B% 12 4B%
5. Relation of caregiver
to c€lient
Husband 5 33.3% 6 4% 11 356.46%
Wife 5 33.3% & 487 11 36.6%
#0ther 5 33.3% 3 zZ8% 2 =Z6.7%
6. Income
Adequate 14 93.3% 14 93.3% 28 93.3%
Inadequate i b.T% i &. 7% = 6. 7%
#Includes common—1auwsy friend, COUSin, daughter—in—law,

sisters daughter & neighbor.



5.2.2 Relation of caregiver to client

As shown in Table I  the number of husbands and
wives in each group was equal with an average of 3&.64 of
each in the total group. Thus leaving B out of 38 or Z6.7%
of the total group to come under other which included
common—law (1), friend (1}, cousin (1}, daughter—in—-law (2},
sister (1), daughter (1} and neighbor (1)}. The slight
increase in  husband and wife relationships in Group 11 is
concurrent with the slight increase in age of the Group 11

clients as well as the Group Il caregivers.

5.2.3. Income

Income did not seem to be a factor in determining
whether the clients remained at home or returned to hospital
as there was only one caregiver in each group who reported
their income was inadequate. All the rest (2B} reported

their income as being adequate {(Table I).

5.2.4 Education of client & caregiver

Twice as many clients with an education beyond
Grade XII died at home as compared to the group that
returned to hospital to die. Similarly, it was found that
twice as many caregivers in Group I had an education beyond
Grade XII as compared to Group II. The larger difference in
caregiver education can be seen in the area of less than
Grade XII where there was 73.3%4 or 11 cut of 1S in Group II

and only 4 out of 15 or Z6.7% in Group I (Table 2Z2). This




&

factor may be sxplained because af the older average age of

Group II but may well be a factor for further exploration.

Table 2 Edurcation of clients and caregivers.

Group 1 % Group II % Total %
N=15 N=15 N=36
Education of client
Eelow Grade XII 4 26.7% 7 4b.6% 11 3&6.6%
Grade XI1I 3 ZB.8% 7 26.7% 7T Z23.4%
Peyond Grade XII 8 53.3% 4 26.7% 12 48.8%
Education of caregiver
Below Grade XII 4 26.TH 11 73.3% i5 358%
Grade XII 5 33.3% i &5.7% & 2ZB%
Peuvond Grade XII & 40.@% 3 zZp.D% 9  38%

5.2.5 Religious & Cultural Background

The majority of respondents (66.6%4) were white
Anglo-Saxon which is representative of the population in
Saskatchewans and in particular Saskatoons since 45% of the
population in Saskatchewan and 474 of the population in

Saskatoon are white Anglo—Saxon (Statistics Canada, 1981).

Eighty—three percent of the total population reported
having a religiois affiliation (Table 3}, whereas 16.48% said
religion really did not play a part in their life. In Group
I, 11 out of 15 (73.3%) reportaed the minister had visited at
home during the time they cared fTor their terminaily ill
family member at home. Three of those who reported the
minister had not visited at home also reported not having g

religious affiliation. Therefore, of those in Group I who
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reported a religious affiliation only one did not receive a

visit by the minister at home. In Group II, 12 out of i5

{6b.EL) reported the minister visited at home. OFf the five

not visited two reported being non—dencominational. Religion
as a support mechanism will be addressed further in section

5.5.5.

5.2.48 Years of Marriage & Living Arrangements

Years of marriage did not seem to be a factor in
whether the family member remained at home to diz or
returned to hospital. In relation to living arrangements te=n
(66.7%4) either lived with spouse or with spouse and children
which was similar to the eleven {(73.3%) in Group II. It was
also noted that two in Group I lived alone whereas no one in

Group I1 lived alone.

5.2.7 Qccupation

In Group II (Table 3)y 14 out of 15 {(23.3%) of the
careglivers were either retired or were not working outside
the home. In Group I, 8 outr of 15 (33.3%4) were 2ither
retired or not working outside the home, the other severn
were working in their own independent business or were
employed on a part or full time basis. The fact that S56.8%
of the caregivers in Group I1 were over 480 uyears of age as
compared to 33.3%4 in Group 1 may be one explanation for the
difference in numbers of caregivers working outside the

home.




Table 3 Religion, culture, ysars of marriage, occupation
and living arrangements:

Group I %4 Group II % Total %
N=15 N=15 N=30
Religian
United 4 ZH.TL 8 53.3%4 1z 48.8%
Catholic 4 ZH.TL 3 ZB.0% 7 23.4%
Non— denominational 2 Z@.8% 2 13.3% 5 15.6%
*Other 4 Z26.T7% 2 13.3% & ZB.a%
Culture
White Anglo—S5axon 12 8% 8 53.3% = ab5. 8%
**#0Other 3 Z@% 7 46.7% i@ 3.3%
Years Married to client
B—7 urs. i b.7% 2 13.3% 3 1iB.8%
12-19 yrs. Z2 13.3% 7] @a.ax% 2 &. 7%
28-292 yrs. 1 b 7% 2 13.3% 3 160.8%
3B3-39 yrs. 3 Z20.0% Z 13.3% 5 1&6.7%
4B+ yrs. 3 Z0.0% & 4B.8% 9 3@.9%
not appropriate 5 2323.3% 3 ZB.B% 8 zZ&6.7%

Occupation
Retired or not working

outside the home B 53.3% 14 93.3% 22 73.3%
*%%#0ther 7 4&.7% i &. 7% 8 26.7%
Living Arrangements

With Spouse 7 4&.7% 18 &&6.7% 17 5B5&6.7%
With spouse & children 3 Z2B.0% i &. 7% 4 13.3%
With adult children 1 &.7% 1 b.7% z b.7%
With other relative

or friend 2 13.3% =2 13.3% 4 13.3%

Alone z 13.3% 4} B% = 5.7%

#Iincludes Alliancey Raptist, Lutheran, Mennonite, Salvation
Army.

*=#Includes Czechoslovakian, German, Jewish, Norweigans
Swedish & Ukranian.

*¥*#*Includes secretaruy, store clerk, uriter, independent
business & nursing.

5.2.8 Caregiver’s Health

In Group I only one caregiver reported having more
than one health problem whereas in Grouap I1Is B out of 1S

T

{(53.3%4) reported having more than one health problem. The



major health problems referred to by the respondents were
back problems and nerve problems followed by arthritis and
heart problems. In Group I six or 48% reported their health
to be good (no health problems) whereas only two (13.3%) in
Group II reported their health as being good. In relation fto
raregiver’s health since the death of the family member,
thirteen (846.74) in Group I reported their health had
remained the same, one reported it was better and one
reported it was worse. In Group II, eleven (73.3%4) reported
their health to be the same and Tour {246.74) reported it as

being better. This area will be expanded upon in 5.4.7%.

5.2.7« Previous Health Care Experience

When asked whether they had had any previous health
care experience — five (33.3%) in Group I answered yes and
one (&.74) in Group I1 answered yes. Most had never had ang
eXxperience in caring for somsone who was very 1ll. Of  the
caregivers who reported having previocus health care

experience two were nurses {(one from 2ach groupl)s one was a

in
o+

ChNAy one had worked in a nursing homes, aone had taken the

)
51}
o

John’s First Aide Program and one had been &

technician.

9.72.10 Primary diagnosis and Length of Illness

All respondents had cared for a terminally ill
family member who had been diagnosed with cancer. The tupe

of cancer was varied in both garoups (Table 4). This age




group and the fact the primary diagnosis was of a malignant
dissase is similar to most hospice programs. In the
Saskatoon Palliative Home Care Program {(1984-85), 95.4% of
the clients had a primary diagnosis of a malignant disease

(The Palliative Home Care Pilot Project Evaluation, 1984&3.

The length of illness was the time since diagnosis of
a malignant disease. The lenagth of illness was similar for
both groups (Table 4). The time on the Palliative Home Cars
Program varied depending on the particular situation. These
situations will be elaborated upon in the following

sections.

Table 4 Primary Diagnoses and Length of Illness:

Group I % Group II1 % Total %
N=15 N=15 N=3@
Diagnosis
Breast S Z0.9% & 4@B.9% g 3B.0%
Bowel 3 ZB.9D% 3 Z@.8% b 2@.2%
Pancreas 3 Z@.a% i S.7% 4 13.3%
Lung 32 286.0% 3 2@6.8% & Z@R.@%
Cervix 1 b.7% 1 b5.7% =2 b5.7%
#0Other z 13.3% 1 6.7% 2 &. 7%
Length gof Illness
Less than 6 mos. 4 Pb.T% 4  2H.TL B 26.7T4
& mos. to 1 yr. 3 33.3% 3 Z@.90% g8 Z26.7%
Over 1 yr. & 4B.0% 8 53.3% 14 46.867%

* Inciludes sinus, stomach & multiple muesloma
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53.2.11 Summary

The three factors identified from the demographic data

which may suggest reasons for hospital admissicon compared to
remaining at home are: age of patient and carsgiver,
education of patient and caregiver, and health of the
caregiver. The factor related to age may explain the other
two factors but & much larger sample 1is reguired to

determine if there is a relationship between these factors.

The fact that 73.2Z%4 of the caregivers are sSpousses  may
suggest that the age of the patient and caregiver will be
fairly similar, as the average age of the patients increase
s0 will the average age of the caregivers. Since a higher
level of education was found in the group who remainsd at
home to die, this may have implications for the future as
the overall population becomes better educated. Ancther
factor which became apparent was that Group Il caregivers
reported having more health problems than the caregivers 1n
Group 1. Forty percent of the caregivers in Group I reported
their health as good whereas, only 13.34 of Groupr 11

reported their health as good.

Because of the small sample size it is important not
to generalize the results of the study but to use the
results as a basis for testing and generating hupothesis

related to these variables.



5.3 Reactions of clients and carsgivers to initial disgnosis

5.3.1 Introduction

This section has been written in morevdetail to
introduce the reader to many of the families and to
demonstrate some of the concerns and problems which became
apparent to the researcher. Caregiver responses will hbe
reported by group so that any important differences bstwes=n

groups may be more apparent.

5.3.7 Reported reactions and concerns of Group I

Many of the caregivers expressed frustration with
the initial diagnosis, with phusicians telling them what ths

information meant and with the initiation of treatment.

In September, the doctor at the cancer clinic told
her it was affecting her liver, but said to her,
"We will see that you get out golfing yet® which
we knew very well afterwards that she shouidn’t
have told her because the doctor knew bettar than
that. When we got home the wife loocked in  the
doctor book and it said that once it affects the
liver there is not much the doctors can do for
You.

The physician she had at the time was one neither
of us respected but you don’t know what to do and
are not sure you want to change. When M. started
going to the doctor she kept telling her colitis,
colitis and made her feel guilty for fes2ling
stress. This doctor was finally going on a sSiy
month leave, that was the best thing that could
have happened.

I think if we had had a damn good doctor he
wowld have got to this sconer — that’s what I
think. She doctored from June 1784 and only found
out on December 2Z24/84 that she had cancer — 1



think and she thinks that it could have bsen
caught sooner. We waited six weeks from December
24. There were no beds available in the hospital.
The cancer was growing inside of her all this
time. The waiting was the worst thing you could
do.

She went to her doctor. He said her cervix was
eroded. He never did a pap test but did cauterize.
It didn’t seem to have any effect. As  time
progressed she went through more tests and was
confirmed cancer after six months of when she
started going to the doctor.

The mistake she made was not getting a
second opinion. S5he had dealt with this doctor for
a few years and was confident in him.

I hate to criticize the medical field you know. He
had been doctoring close to a year and was being
treated for allergies when really what he had sas
cancer of the sinus and it wasn’t until one sye
started to protrude and I noticed it that I
insisted that he2 go back. He went into the
hospital and had a biopsy and they said there was
naothing: they could do.

That was the most difficult time for me
because I felt helpless. 1 always believed that if
gyaou thought positive you could accomplish angthing
and here they were telling me there was nothing I
could do and that was kind of hard.

Theu didn’t tell him they told me and you know how
doctors don’t want to tell the whole +truth and
they sort of step around it - wow, did they lay it
on me - we never expected it wouldn’t  he
treatable. This was over the phone and K. was in
the hospital and they hadn’t told him. I was going
up to see him every day and pretending I hadn’t
heard anything.

It was the day before he was discharged and
finally he said the doctor had told him it was
cancer and he didn’t know if it was operable. They
approached him with a more positive outlook that
they were going to try and do something. They told
me they couldn’t do a thing. That was difficult
too because he came home wondering when they were
going to call him for treatment and what they wsre
going to do and me they were savying theres was
nothing they could do.

L4




Group

1

Some clients never did accept the diagnosis o

while others were more accepting:

The doctor phoned her and told her. She was on her
oumn that day. She phoned me and told me. Stz was
upset so I went over. She always talked about this
thing she had but didn’t really accept it was
cancer.

He found an adhesion by the bowel and didn*t want
to send her for more tests once he found it was
cancer. He said if she wanted to go and sze a
specialist it was finey she could gos but she
decided not to. You knows she trusted her doctor
so she decided not to.

He was admitted for prostrate surgevry and
pre—surgery tests showed up the tumor in his lung.
At that time it was to the stage they couldn’t do
surgery so was booked for radiation treatments
which he took very well. That was all they wers
able to do for him. They knew right fyram the veryg
beginning that they couldn®t do anything.

He stood up to it well. 1 don™t imagine
there were many people who acceptsd it the way he
did. He had a bad day when they first told him but
other than that he was Jjust super. He supported me
more than I supported him.

It was something we were aware of and we
lived with it. We were told and had no troubls

talking about it. He often used to says, "If I Just .

had a couple more yepars.™

5.3.3 Reported reactions and concerns of Group I3

The reactions expressed bu the caresgivers in

11 were very similar to the frustrations and

stress felt by Group I.

He had made an appointment to ses the doctor so hie
went and had x—rays and everything and they found
out he had a hiatus hernia. He was really getting
weak and wasn’t eating so we thought there had to
be something else. We went back to the doctor and
told him this had been going on long enough. We
wanted to know what was wrong. 5o he referred him

m
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to a specialist. after several tests the doctor
called us to the hospital and told us it was
cancer but said there was nothing to worry about.
He suggested surgery and treatment so we had our
hopes built up. They said they would get him in
for surgery next week. This was the first part of
May.

We waited. We got a lstter from the hospital
and he was to bé admitted to hospital the end of
May. He was getting pretty weak bu this time and
couldn’t sit much. He wasn’t eating. On May 14 he
got wup and could hardly walk. 5o we got in touch
with the doctor and told him we couldn’t wait
until the end of May because he was getting so
weak and I couldn®t handle him - 1ifting Hhim up
and helping him. He was trying so hard to do it on
his own but he couldn’t. When I phoned the doctor
on the fourteenth I was so upset because he was so
sick. I saidy "He can’t stay home right now. There
is something drastically wrong and he is getting
sicker® and I said, "Either you put him in now,
todausy or I am bringing him in through emergencu
today because he is coming in today and that is
all there is to 1it." He Jjust couldn’t hardly walk
to the bathroom.

The doctor called me back and said the
hospital would try to get him in this afternoon.
If noty he said it would be tomorrow. But I said,
*I'm bringing him in this afternoon because he is
Just too sick.® Bu 2:15 the hospital had called me
and I had him in hospital within half an hour.
They gave him a cat scan.

Now we knew he had cancer but had been told
it was a little tumor that we wouldn’t have o
worry about. I talked with the doctor after that
and he said, "It doesn’t look good at all." Sa
atter the cat scan the doctor called me to go  to
the hospital and the doctor told us both that it
was terminal. I think he euxplained everuthing to
us but I can’t remember a iot of what he =zaid. He
said there was no way they could operate on him to
do any good.

He got a pain in his knee cap. It was steady pain.
He went to see the doctor and the doctor said it
was arthritis. He gave him an appointment with a
specialist but he couldn’t get in until September
= June to September was gquite a few months. In
June he gave him pain killers but he couldn’t get
rid of the pain. In September, they gave him
#—rays and found the cancer was =zating hKim all
over the place. See wihat I mean — all the time
they wasted from the twelfth of June until the
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twenty—ssventh of September. The doctor asked me
to come to the offtice and he saids, "I think wour
husband is full of cancer." My whole body was Jjust
weak. I said to the doctor, "Why couldn’t you have
seen him sooner. I told you he had pain and it
wouldn’t go away.” Nobody told him anygthing he
said.

They putr pins in his leg. He had treatments
but the treatments killed him I think. They fTired
him out. At Christmas time he got into the
wheelchair. After Christmas, he suddenly went down
more. After January,s he couldn®t even get out of
bed. He just had no strength.

Whnile we were on holidays she had a slight
bilackout. The doctor there suggested she have a
good check—up when she got home which she did and
on July Z5th the doctor told her she had cancer on
the lung and seven months later she was dead. I am
angry and still am for that matter that it took
seven weeks before she could get a hospital bed.
That to me is inexcusable, especially when they
advertize that cancer can be beaten if vou catch
it in time. There wasn’t much of a catching thers.
Why did they wait so long?

When she did get into hospital they took a
biopsy of the lymph gland and it had already
spread, therefore there was no need for an
operation and she was sent home.

As  with Group I, some of the experiences asscciated
with the time of diagnosis were less traumatic for both
patient and caregiver but nevertheless revealed a vary
stressful time for both and how they reacted to this

stressful situation varied with each individual.

In February he had surgery and they said it was
malignant and was a large tumor in the pancreas.
They had told him at that time it was terminal.

It was a shock at first when they gave him
the diagnosis but he really had a powerful wmind
and he was very strong and whatever the cutcome
would be he was one that could face up to it.

After we found out the disgnosis we came home and
we both just broke down and cried. There was only




twice that we cried together, but we never talked
about it.

When she was at the cancer clinic the doctor
showed me the x—rays of her lungs. You could see
the spots. My wife saids "I'm sure glad its not
cancer. How can it bes I don’t smoke. I don’t do
angthing I shouldn’t.® The doctor said, *I'm
afraid that is exactly what it is.”

When she told me she had cancer I couldn’t
answer . She asked if I heard her. I saids "Yes, 1
heard you.”®

She never complained. She accepted 1t for
what it was and was never angry. It sure wasn™ i
because she was tired of living.

5.3.4 Summary

O]

Many of the caregivers 1in both groups expresssad
great deal of frustration and anxiety related to the time of
diagnosis. At times there was frustration expresssed in
relation to the delay in diagnosis, the delay in getting
into hospital for treatment and the manner in which many of
them had been told about the illness. Because of delays in
diagnosis and the lack of available treatment when 1t was
needed, there was a great deal of resentment that still

lingered as expressed in the comments above.

The caregivers seemed to remember very clearly manyg of
the activities which took place around the time they Tound
out that their family member had cancer. This pericd of time
was very traumatic in their ilives and fTor many it =tiil
brought tears to their eues as they reminisced. Many of

their feelings were captured in their dialogue during the
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interview. It was found that all caregivers who had agresed
to the interview were very willing to share their
experiences and to relive this period of time in their

lives.

There also seemed to be a general feeling expressed by
the caregivers that following the initial shock of the
diagnosis theuy were able to re=organize their thoughts and
look for waus to make the best of the time that was left o

them.

5.4 Characteristics of clients and carsgivers

5.4%4.1 Characteristics of the client

This section describes the physical and mental
characteristics of the client as described by the carsgivers

in Group I and Group I1.

Group I

Many of the caregivers 1in Group I indicated there was
little exchange of conversation in the last few days of life
but there was an understanding and the knowledge of what
they had agreed to prior to reaching this stage of thsa

illness.




which

last

The last week she was semi-—comatose. Kind of in a
dream state but then would come out of it and be
verdy lucid and knew what was going an. You could
see the deterioration day by daug. The last five
days she didn’t say a lot. Probably the last time
she recognized me was three daus before she died.

I+ was hard to communicate with K. because he was
deaf and blind at the end.

The last couple of weeks she just really lost the
ability to communicate. She couldn’t really talk
tg us and explain what she wanted so it was hard.

You knows there were some days for two or three
days he would be quite confused, then he would
have a little nap and when he woke wup ke would
know everything that was going on with the news -
evergthing.

She was able to get up and have breakfast until
Jjust a week before she died. But then just exactly
a week before she died her arms seemed to go kind
of rigid and she couldn’t feed herself, so it was
only the last week we were feeding her. The last
couple of days she went into a coma.

Many caregivers described various physical prohlems

were experienced by theilr family member during those

few days of life:

Up until the i1ast few days my wife was able to get
up and walk around. Not more than three—fouwr days
that she was in bed all day. She just slowly
deteriorated. The last two days she Just mostly
whispered. She could communicate with us right up
until the last.

The last months he was completely bedridden and
the nurses came more ofiten (3 times a week)l.
Towards the end he was having so much pain that it
was hard to turn over. He was able to help turn
himself up until one—half hour before he died and




in Group I were during the time they cared for them at

home.

a4

we were able to manage okay. I didn*t think it was
a chore.

Incontinence was a problem for her but we managed.

The last week she started to have seizures. She
hecame very dehydrated before shz died.

Just the last two weeks he was in bed all of the
time.

There wasn®t that much extra work other than the
last ten days or two weeks where he was really
ill. Prior to that I don’t feel I was put upon.

Her biggest problem was the nausea. She was
extremely naussated and it was extremely hard to
keep enough liquid in her. She was very awars. ug
until the last week before she passed away . She
really didn’t want much medication and was very
aware what it all was for. She even found the
Gravol made her drowsy and she didnt want that.
She was very much in control and that is ong thing
about being at home 1is that you can call the
shots.

He looked just like a corpse. He was so weak he
couldn’t even keep his mouth shut and uet he was
trying to walk. The weight just came off. He lost
pounds in a matter of days. He started ocut at 182
pounds &?1%. At the end he weighed _just over 12&a
pounds. At times he was quite confused. Cther days
he was really alert.

Many caresegivers reported how co—operative the patisnts

She was so accepting of death that her attitude
made it so much easier to care for her at home.

He never complained. He was alwaus so grateful.
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It was hard for her to admit that she was going to
die. Near the end she was bsginning to be very
nervous about being on  her own. At night time
ecpecially. She was always so glad to see me when
I came in the morning. I had a key toc her house.

Right up until the end he was co—operative.

He never ever once complained. I wish he would

have.
Group I1

1
"%
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The attitudes of the terminally 111 relatives w

ot
o
m

discussed more than the physical characteristics by

caregivers in Group I1.

Statements relating to physical characteristics:

He was getting so weak and I was so afraid he
would fall.

It got so0 I couldn’t 1ift him. That is anothsr
reason I - needed so much help because my back was
so bad. He needed a 1ot of help just to g2t to the
bathroom.

Once we got the pain under control it wasn’t too
bad. She wouldn’t eat anuthing or very little. The
feeding bit was a real problem. Once the pain was
under control she was able to walk around the
house a bit using the canes.

Statements relating to attitudes:

Some of the psuchological characteristics mentioned of

patients 1in Group I were ~ perfectionist. independent,




stubbornsy self-determined as well as other characteri

such

as having a positive attitude, cooperativensss,

complainer, loneliness, acceptance and a sense of humor

She didn’t want help. She didn’t want +to bother
anyone — that’s the way she was. She wanted to
make it as easy as possible but there were times
that I had to help her.

She was a perfectionist and God help anyone who
has to live with one of those. Secondly, she was a
very demanding person and also very self-centered.
She didn’t give a damn for anybody but hersslT and
her own wishes even to the exclusion of hesr  own
family.

She was one 1in a million. She Jjust amazed
everybody with her attitude and how she kept
going. I think an awful lot of it really is the
attitude of the patient. Their willingness to try
and get along with people.

I found out too with her she was more lonely than
anything else. For quite a while she was still in
a wheelchair or could use the walker then she
would come out and we could eat together. Tren
later on when she was bedridden she wanted me to
come and eat in her rooms so 1 did.

He was a very stubborn man. He had a mind of his
own.

He +told his sons one day,s "Death 1s nothing to be
afraid of." He spoke quite freely.

=+1i

not

He was the kind of person who never complainsd .

about anything or anybody. Even in the hospital
nat once did he complain.

Py the first of October he no longer wished people
to come to visit. Immediate family it was good. He
loved music so we played music in his room a lot
and he liked that.

=1




It bothered her that I took cars of her. 5S5he was

alwaus very self-determined and that anybody
should have to do this for her especially her oun
immediate family — she Jjust couldn’t stand it.

-

If I would leave for an hour and if I was TFTive
minutes late she would be so upset.

She was a good help. She was a good patient. We
were able to talk about it openly. I used to say,
21If I have cancer don’t tell me about ity but I
have changed my mind completely. She had s=uch
peace. She was calms collecteds, she was at ease
all the time. We could talk about it Jjust as
t+hough she had a sore toe. She was never angry ov
upset — why should I have it uyes — but never
angry. She knew this was going to be the end of it
and it was just a matter of time.

She had a good sense of humor and always tried to
make the most of everything.

She really wasn®t afraid to die but would talk s=o
positively. She really thought she was going to
get better. She was a very good person — veryg
generous. You felt you could say angthing to her
and she wouldn’t Jjudae you. That kind of a person
makes them sasy to care for.

Many of the caregivers reported that mang of

clients wanted to remain at home if at all possible

often

hospi

requested to return home after being admitted

tal.

He was wishing he could come home he was Just
getting bored there.

She wanted to remain at haome as long as possible.
She only agreed to going to hospital for
treatment.

the

and

:
To
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When he could, he wanted to be at home. When he
was in hospital for a few days then he would want
to come home.

He was only in hospital a few days and hes was
asking to come home. That was hard because we knew
he wasn’t going to be able to come home again.

S5.4.2 Characteristics af the caregivers:

Group I

It became apparent that the caregivers in Group I were
feeling considerable phusical and mental stroess, yat they
were able to continue providing care for their terminally
ill family member in order for that person to remain at homs
until death. Many felt they seemed to receive the additional
strength that was needed in order to carry on. Some of the
additional supports that the caregivers found helpful were
family and friends, their faithy their physician, the hels

they received from homs care as well as just living ong day

at a time.

I don’t know how I did _it. He was so sitrong.
Ocvcassionally I didn?’t cope but for the most part
you just had to cope because you couldn’t take him
down because he was fighting so much. IfF I really
got down I would go to one of my friends and do
the whole thing in one evening and then carry on
again.

I felt I was helpless at times because he was
suffering and I couldn’t do anything to help him.




The doctor was very concerned it wouwld get me
down. The minister made me promise to get out for
a couple of hours a day and have someone else take
over. I was able to do that bescause there were
people who would come. I had never experisnced
angthing like this before.

Stress was the hardest part. She didn’t want me o
go away at all.

In a situation like that you say this is the way
it is. There is no point in breaking down. It
wasn’t going to help the patient.

I worlk better under stress. It was surerisings I
wasn’t that tired.

-

At the time he was so sick I wondered how I could
g0 on but uou get some inner strength from
somewhere and youw are able to carry on. -

It never bothered me that he was going to die at
home.

The thing I found the hardest was he didn’t want
me out of his sight. He was Jjust afraid of me
going away. If I was going downtown I Just
couldn’t +tell him the night before because he got
so upset. I found this was a strain becauss 1 felt
guilty leaving him and yst I had to.

Everyone told me she was dying but I didn’t want
to hear it.

I Just took it like an alcoholic — one day at a
time because I never knew what the next day would
bring.

Towards the last her sister really broke down. She
Just couldn®t see why. I don’t know 1f 1t was our
faith that brought wus throwgh. I think it is -
like — we were prepared and if this was the wau i1t
was supposed to be.
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It didn’t bother me to give the care. Bedpans etc.
didn’t really bother me.

I was glad to know about home care because I'm a
squeamish person.

I don’t think a lot of peocple can do it. When she
had her seizures 1 had.snme first aide so0 I knew
something I could do.

I was giving feeding and medication by tube as
well as giving insulin four times a day. The home
care nurse taught me how to give the insulin. T+
worked really well. I was so scared of it.

I wasn’t able to rest. The home care wanted to
send someone and my sister offered to help but I
wanted to do it myseslf.

Looking after her didn’t bother angone. It was
stressful especially with us being responsible but
really we did very well. It was difficult with our
children being so young.

I pretty well knew what to do when she passed away
because I had worked for VOM and with Nightingals
Murses. I think my past experience really helped
me get through it.

Group 11

Several caregivers in Grourp 11 expressed anxiety sbout

their family -member duying at home.

I was worried about her passing away in my house.
The nurse had warned me about it and had talked to
me about it and had told me exactly what to do if
anything happened but when I personally felt it
was getting towards the end I got nervous about it
so I thought, *Well, whether the Nightingale Nurse
is here or not I would sponer have her die in
hospital.”™ I am not sure why that made me nervous.
I suppose it made me nervous because 1 didn’t know
at that time Just how people pass away — what
happens. I think that’s 1likely what made me

o



Caregivers in Group Il also described the emotional

phusical stress they were under and how they were abls

capg8.

nervous. Now having been with her right up until
the end at the hospital, I don*t think it would
bother me quite so much another time.

I felt if I had seen her die in this room I could
never stay here. I had never sxzperienced anything

like this before.

The i1dea of him passing away at home really
bothered me. 1 don’t know whether I could have
handled it.

I think it would have bothered me very much if she
had died at home.

I wouldn’t have wanted him to die heve. If he had
of I never would have staued here. I would have
never made it. It was really better that he died
in hospital.

1 had my doubts when I brought him home. I was so
scared to have him home because I had never had
anybody that sick so I didn’t know how I could
cope with 1ty but God, I wish I had brought him
home sarlier.

It’s amazing the strength you are given when you
need it You are given the strength to cope. My
phusical health being what it was there wasn®t one
day from the beginning of his illness that I
wasn’t able to go from morning until night.
Through the whole thing it was as thouwgh I had
never been sick. I just know 1 was given exitra
strength to cope with everything.

I was with my brother when he died and I was just
50 glad I was. I think this experience with my
brother gave me some of the strength to go through

and
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all of this again. I really think that experience
helped me to know what to expect.

At that time I had regained a fair amount of
strength except the stress factor was getting very
bad. In fact I had had one attack while I was up

visiting at the hospital. They took me to
emergency and it was an acute anxiety attack. I
knew I had had the biscuit.

As far as I am concerned there was an obligation
and no matter what the circumstances are you have
to live with it. I'm a peculiar chap. Obligations
mean a 1ot to me. No matter what my feelings wers
I had obligations. It was my responsibility to do
what ever I could to keep her as comfortabls as
possible and that was it.

I never had any help. I did it all mysel®. I Just
wish we had had home care earlier. The home cares
co—ordinator was going to send in somebody twice a
weelk so we could get out because she could see
that we needed to get out. At the last we couldn’t
go out. She used to say we should go ocut but we
Jjust couldn’t. If something had happened while we
were gone we Jjust never would have forgiven
ourselves. '

I was tired and I worried. You werse always afraid
of something happening to them. The minute she was
up I°d be up because I was alwaus afraid of her
falling and breaking a bone or something.

This is the fTirst time 1 had ever cared for anyocne
like this and I didn’t know if I was going to be
able to do it or not but I guess the Lord gives
you strength to do ity you know.

It’s a mental strain as well as a pnhyusical
strain.

We would have had to have a haospital bed and all
that other stuff and I Jjust couldn’t do it. We had
no room for a hospital bed and he wouldn®™t have
got all those pills and this, that and the other
thing if he was home. 1 just couldn’t have done
it.
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I coped very well until towards the end when I
began to worry about how she was sleeping and
that.

For a while I felt hemmed in — that’s why I think
if I had had the nurse sooner.

it really bothered me because he was unable to
talk about duing — how he felt — never once did he
talk about it. I wanted so badly to know what he
was thinking.

I didn*t veally want to go out I just wanted to be
here.

She had pills for the pain every four hours.. You
had to get up twice a night. She was also having a
probliem with constipation because of the
medication. It was no picnic.

It really changes your lifestuls having someone
around like that.

I had hip problems at the same time and it was
hard for me to walk. My hip gave out on me at that
time.I had that operated on this fall and it is
much better (& months after wife’s death). I
should have had it done earlier but I didn’t want

+0o bother because she was not well.

It was an accident four years ago and I have been
on diwsbility since that time. I had the whip
lash. I have been going to doctors ever since with
this pain in my back and it has now gone into my
shoulder. I get such terrible headaches. So I had
this all to cope with during the time he was 111,
but actually I never thought too much of myself at
that time.

I have a nerve problem and back problems. 1 have
alsoc had many surgeries. I have this nervous
stomach and I have to watch what I eat.

~1



They started me on the tri-hospital heart group at
the field house. First there was the lecture
series which was from 11-1. When someone was in
the house 1 was able to go to that which apart

from giving me support there it also gave me a
break out of the house which I needesd very badluy.

Then I started on their health program so that and
the home care were my salvation because then I was
able to gt my sitrength back and do a few extra
things. A little more cooking, the cshopping,
etc..

5.4.3 Summary

The caregivers were able to accept and work through
their problems related toc communication knowing they were

fulfilling +the wishes of the patient. The caregivers als

]

shared some of the physical and mental problems which the
client experienced. These prablems ranged from being deaft
and blind, to being in a comatose state, incontinence,
nausea and vomiting, seizures, dehydration and confusion.
Even with coping with all of these problems they were able
to provide care for their terminally ill family membsr until
death. Many caregivers reported that the client themselves,

had coped very well and had remained cooperative right until

the end.
In Group I1 there was more mention of the
psychological characteristics rather than the physical

characteristics of the client. Part of the reason for this
may be the fact that when the patient became phuysically

difficult to manage he/she returned to hospital. The time



spent in hospital prior to death ranged from nine hours o

four monthsy the mode being three weeks.

The caregivers in Group II alsoc mentioned how many of
the clients wanted to remain at home. Ten outr of fiftsen
{(66.7%4) indicated that the clients would have preferred to
remain at home if at all possible. The reasons why the
client returned to hospital will be discussed in the section

on decision making (5.6.22.

In Group I several caregivers expressed anxiety about
their family member dyuing at home. Seven of the caregivers
{(446.7%4) indicated specifically that they did not want their
family member to die at home. This group also identified
many health problems that were reported in the secticn on
the caregiver’s health (5.Z2.8). In Group Iy thres (28%)
reported having a nerve problem whereas in Group II - eight
(53.3%4) reported having a nerve problem. This may help to
explain many of the anxieties expresssd in Group II along
with the fact that since the death of their family member

four of the caregivers reported their health had improved.

Some of the caregivers in Group II agreed with those
in Group I that they were given strength when they needsd
its but there were others in Group 11 who felt they just

could not go on any longer.
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5.5 Support Systsms

There were many support sustems identified by the
caregivers as important factors in the length of time and in
how well they were able to manage caring Tor their
terminally i1l family member at home. These support sustems
are presented alphabeticallys as the importance of each
support system varies with the situation and the resources

which were available during that particular period of time.

5.5.1 Family

group I

The majority of caregivers in Group I reported on the
value of family supports. Family helped out in many
different ways at many different times. They helped with the
physical care as well as provided moral support. One fTamiig
member who was also a physician was able to administer the
IV therapy which was given at home. ©Other family members
took a leave of absence from work Jjust so they could be

there.

My wife’s sister lives just down the sitreet. For
the last couple of weeks she was here sverydag.
This was a real help especially when I was at
work, otherwise I would have had to stay home.

My daughter was also living at home at the
time — she was very helpful. Our cocldest daughter
came home for the last couple of dauys and was able
to spend all her time with her mother. Our two
daughters sat with her all night. She passed away
in the morning. All the family were there. It was
very peaceful not even a gasp for air or
anuthing.



I was between jobs which allowed me to spend a lot
of time with my mother. She stayed with us Tor the
last six weeks. Our oglder sister who lives out of
the city was able to help out as well. She works
one week and gets a week off so she would come on
her days off. My other sister would take days off
work as well when we needed her. We took turns at
night S50 we would get a good nights sleep svery
other night. She seemed to be more comfortable
when we were with her at night.

411 the family had been here on the weekend
- she passed away the next day. It was quite
peaceful. Family werese the main support.

When I needed to go out our daughters would come
and stay. I was by myself until the last night
when I called my brother and he stayed until
TA.M.. Qur oldest daughter was here when he passsad
auway. I never Telt alone. My older daughter was
here a 1lot.

We had four dawughters here 1in Saskatoon. Ongs
daughter was a doctor therefore we were able to
give the I.V. therapy at home. Most of Octoher and
Movember family were here. Our daughter who iz &
Psychiatric nurse took a leave of absence +n be
here. All the family were here the day she passed
away . Family was very supportive — they couldn®t
have been more helpful.

Family supports are very important. Her mother and
father came and stayed for one month befors she
died. I think the fact that her folks wers herae,
that helped a lot. Her parents weres very
supportive throughout the entire illness. If her
parents had not come and stayed for the last month
I think I would have found it pretty well
impossible to cope.

our daughter is a nurse and my sister is a nurse.
I really wasn’t deoing this on my own. I had a 1ot
of help and support. There was really nothing they
could do but the fact they were here was a help.
There wasn’t a great deal anuyone could do. RPoth my
sisters, our daughter and our doctor weres hare
when he died. Family supports make all the
difference in the world.
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Our two daughters here in Saskatcon were really
good. The last weesek our daughter from P.A. came
and stayed the week. One of our other daughters
would come and stay the night. That was only the
last few days. The day she died the nurse bathed
hery then one of our daughters was here with me
when she died.

Both bous were living at home during their
mother’s illness and were quite a help. They used
to help with the lifting. My daughter came fTor two
or three weeks and that helped. The boys were hers
when she passed auway.

We had to have extra people working at that time
s0 I could stay home with him. IT I did have to go
out my sister would come over and stau. My sister
— I don’t know what I would have done without her.
She was my backbone. The last three weeks that he
was 111 she moved right in with me. .

I'd sit by the hour and rub his back. When
my arms would play out my sister would take over
until finally he would fall asleep. This seemed to
help fthe pain more than anuthing. My sister
couldn’t do any lifting or anything but moral
support was my big thing. If my sister hadn®t been
able to stay I would have needed someone to come
and stay Just for my own sanity.

My sons and daughter spent a 1ot of +time
here but they didn’t stay overnight. They spent
time pretty well every day with him. Our daughter
here in town was really close to her Dad and gust
wouldn®t accept he was going.

The family is quite large (5) but they all live
away from Saskatoon except for my husband. The
other family members all agreed to come and spend
a weel =zt a time with her. She also had a sister
in Calgary that said she would come. When we
braought her back to her suite there was someone
with her all the time. Her daughter was here for
at 1legast the last month. The days there wasn’*t a
family member here the Palliative Home Care would
take the sixteen hours, then my husband or I would
take turns going over and sleeping there. So it
worked out well but it was very stressful. Thres
or four members of the family were there when she
passed away. The last two wesks we Just really
wondered what kept her going.
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Her sister came every night and helped her gset
ready for bed. Her sister provided a 1ot of help.
Our daughter, who is a nurse, came and stayed with
us for the last week. My daughter and her hushand
and my second son were with her when she died. I
think 1t was having the support of other members
of the family that helped me cope. Her sister was
right there all the time. There is no way I could
have managed without all the family support andg
help.

Group I3

Family was found to be supportive for the caregivers

in Group II but often were not as available as the family
supports in Group I.

When she came to live with us my husband was a big
big help because he loves to cook and if she
wanted certain things he’d make 1it. My sister
helped out quite a bit. When V. was still well
enough she used to go and stay with her a week at
a time. That gave me a break also. I also had a
sigter from the sast and the west come to spend
time with her.

Family never really came and stayed for any long
period of time. My daughter came when she could.
My sister was a big help. She came and helped when
she could.

His son would come in a couples of hours a day when
he could. This did help. Otherwise, there was no
family to come and help.

She had a daughter and a son out of town who used
to come and just visit once in a while. She alsc
had a mother (83 yrs. oldl who was more of a
detriment than a help so she didn’t come too
often. My daughter and son—in—law did a lot of the
shopping and things.

My sister came and staued an odd night so 1 could
get some sleep. My kids were here whenever I
needed them. They were over svery day o spend
time with their Dad.




My daughter from Vancouver came and stayed for the
month of June. Then my daunghter whao was the
Psychiatric Nurse stayed for the month of July.

That was a real help for June and July. He had to
have enemas and she was able to give them to him.

She was only able to come three days a week in
August. It was really difficult for me to manage
by muyse21lf. Once she wasn’t able to be here all the
time then he started spending more time in
hospital. I relied a lot on my daughter for June
and July.

My daughter is a nurse. She toock a lot of time off
and was here a lot of the time. She was a big
help. She only staued with me a few days. Usuaily
she would Jjust come and go.

Friends and family did not help outr veru much.

My daughter used to come and stay once in a
while.

Thay never staved with us much while I was caring
for her at home but they did visit guite aoften.

My son and daughter were home a couple of tTimes
but never stayed that long. My son was here  Just
before she passed away.

The family didn’t really help much.

I don’t think I could have done it 1if our family
hadn’t been so good with her too. My hushand was
very supportive. I wasn’t there all the time2 near
the end when she was in hospital but her sister
stayed with her most of the time.



5.5.2 Friends and Neighbors:

Friends and neighbors also provided support in various
wayss such as providing respite so the caregiver could get

outs by bringing food and by providing moral support.

Group 1

Friends were very supportive. & lot of frisnds
came to offer help. They would bring in food time
and time again. Under the circumstances. if we
hadn’t had so many Tamily and friends helping ws
would have needed more help from homes care.

Friends were very helpful. one friend would come
and help with meals for the kids and do the
grocery shopping. Her hushband took the boys out
one night for supper just to give them a break.
They were just wonderful. She even did the
housework and the laundry. Friends and home care
helped the most.

She had lots of old friends she used to phone.
There were a couple of other neighbors that ussd
to help out but they were all getting up therse in
age =0 it was hard.

The people in the seniors apartment block were
really good to Jjust drop in especially if they
knew none of the family were around.

She got a lot of cards and phone calls — that was
better than them coming. She could Just lie2 and
talk to them on the phone then. She had said she
didn’t want a lot of people to coms.

Group I1I
Some caregivers in Group 11 found friends and

neighbors more helpful than did others.
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The neighbors here in the block were not really
helpful.

The neighbors all helped out as much as they could
but then she got to the stage where she didn’t

want to see neighbors, friends or anubody else and
I think they felt a little hurt but that was her
wish.

The neighbors were good. They did what they could,
Just talking to me and they would bring in food
and would come and visit. It was moral support.

She had friends that would come and visit her and
they would bring her meals too.

There seemed to be so many people around, even at
the hospital.  So much so 2 that at times he was
wishing nobody would come.

Py the first of October he no longesr wished pengle
to come to visit. Immediate family it was good.

The neighbors and friends came in a bit so I could
get out.

One of the neighbor ladies voluntsered to go  and
sit with her at the hospital so she staued until
1iP.M. and then we had the Nightingals NMurses stay
for the night. There were filive or six ladiss
volunteered to go and sit with her in the evening

When her friends would visit I would ask them to
stay for an hour and then I1°’d take off.

Friends and family did not help out very much.

At that time I had a quite a bit of company. In
fact I had far too much.

The neighbors were very good. They brought baking
and things. Just when you were thinking when will
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I ever have time to do some baking they would come
along with some more.

5.59.3 Palliative Care {(Home Cares}

Palliative Care and Home Care have been used as one
and the same throughout the paper. All of the clients who
were being cared for at home had been admitted to the
Palliative Home Care Program, therefore the terms are ussed
interchangeably. The terms client and patient have alsoc bs=en

used interchangeably.

In some situaticns the Palliative Home Care Program
was only involved for a very short period of time whereas,
in other situations the Palliative Home Care S5tatf had been
going on a regular basis over a period of {ime and provided
various services. Some of the services provided by the
Palliative Home Care Program include nursing, homemaking,
meals on wheels, social work, occupational therapu. physical

therapy, laundry, oxygen servicesy equipment and suppliss.

,...‘n

The services most frequently referred to by the raspondents

¥

were nursing, homemaking and squipment.

During the time many of the caregivers were providing
care to the terminally ill family member at home there was a
temporary freeze on the home care services and some found it

difficult to gain admission to the program at that time.




Group I

It got to the point we Jjust couldn’t handle it any
more. Mom had to have someone here all the time.
There was a freeze on home care at this time and
they said they weren’t taking any more people on.
The next +time I called back they came quite
quickly. They were to start home care the dau Moam
passed away.

When it was really desperate was when I thought I
wasn’t going to be able to get home care because
of the freeze. I had to have it. I had to have
something because at that point he wanted to coms
home. I was Jjust fit to be tied. They suggested
private. When I called them you could tell nobody
wanted to do it. I didn’t know what I was goging to
do, then home care called and said I could have
home care. I just burst into tears, I was so
relieved. I knew I could quit my job but I didn’t
want to. I needed my job. If I hadn®t got home
care I would have quit my job. You do what you
have to do.

Group 11

I had phoned for help and they said there was a
freeze so 1 gave it up. I thought there was no
use. I never had any help. I did it all myself
until the last fouwr days when the doctor had
phoned Home Care and asked them to come. I  hadn’t
been able to get out to do shopping or if I had
heavier things to buy I had to have my husband
along to do the lifting because I just couldn’t. &
gear ago I was in a back brace.

I Just wish we had had home care sarlier.
The home care co—ordinator was going to send in
somebody twice a week so we could get ocut because
she could see we needed to get out. I was tired
and I worried. We found home care a real help when
they came. They sent bandages in and she wantsd o
send the hospital bed but it was difficult to put
the bed up in the room so she said she would send
sheets in anuway and they would pick them up for
the laundry. Once they sent me the bandages I
could just throw them away, otherwise I was having
to wash all the time. The home care also sant
someone to stay the night. I’d advise anuone slse
to be sure and get in touch with home care becauss
it is a real help. I wish we had had home care
earlier, it would have made it simpler for all of
us.



Other caregivers Tound they were able to be admitted
to the Palliative Home Care Program but at times their

service was restricted due to restraints on the program.

Group 1

Home Care came once a week and gave her a bath.
They never did increase her service becauss at
that time they were cutting down. I guess we were
lucky to get that much service.

aroup 11

The Palliative Care said they would send someone
in but only at 11 P.M.. This was not satisfactory
as I felt the only way I would get a night’s slees
was to go to a friends houses but it was too laie
for me to go at 11 F.M..

I am all for that staying at homs but I thought
the home care was a little short of help. It was a
little hard at times to arrange for help because
they were short of staff.

I could have used more help at that time bult it
wasn’t available. Funding was a factor. Then they
started cutting down on the night bit. It was
originally 9 P.M. and then they started cuttine
down to 11 P.M. until 8 A.M.. That made it pretty
tough on me because I would have to staw awake
until i1 P.M. and mg health was pretty precariocus
at that time. The services were excellent but we
could have used more time, especially in my case
when I was an invalid as well, but somehow or
other we survived.

In gspite of the freeze on the home care services over
the summers the Palliative Home Care Program provided a
great deal of support for manug of the clients and
caregivers. Supports were given both phusicalily and

emotionally.




Group 1

The home care assessor  came when we called and
discussed the program. They then came every uweek
to take her blood pressure and check her abdomen.
It was onlyg maybe 1528 minutes but I will =21l
you there was no better reassurance in the world
than this. They would talk about diet and make
suggestions. When we would have to call the home

care nurse she was here in 15-728 minutes — I mean
this was service — I'm sure they can’t do this all

the time.

These weekly meetings were so reassuring —
this was so much better than everuy Z-3 months with
various doctors. They would know what to ask and
they would know what to say it you raised
something with them. We felt wvery reassured. I
think it was marvelous. One night, the last day
before she dieds she was in bed — I was upset and
sitting uwup late. I went in and her breathing was
very laboured. I called home care and shes was hers
in 135 minutes — this was at midnight.

She died the next morning somewhere between
5:38 and 7:30 A.M.. When I went in the room in the
morning she was not breathing. I called right away
to the home care and the nurses came right over.
She was so good. She just sat with her arm about
me. She took right over and called the doctor and
the funeral attendants. She did esverygthing that
had to be done.

The last weelk the nurses were here everd 32 hours
using an anti-—-seizure drug.

The homemaker help was most helpful. The nurses
answered a lot of questions and 4. alwaus had a
1ot of questions so that was moot helpful. Things
never seemed to happen during regular business
hours but with home care you could call them at
any time. It was very supportive that home cars
were coming every day. If we had realized How
helpful they were we would have got in touch with
them a 1ot earlier. Without home care we would
have been forced to take A. to the hospital.

She 1likely would have had an =asier tims
with home care. She wouldn®t have had to spend so
much time in hospital because they would have seen
things that could have been corrected sarlisr
before thsy got too far advanced. Witk home care




death énd found her to be very prompt and to be able to

coming earlier it may have meant fewsr hospital
days the last &6 months which would have made for
better quality of time.

Home Care was so good. When things went wrong they
Just cameg and took over. They were always there

when you needed them. I think the Palliative Home
Care Program has got to be the best program that
there could be. It was so supportive. There is no
way I could have managed without them because even
though I was willing I needed that medical backup
because I don®t know what to do and they could
come and reassure me about this and that.
Otherwises I couldn’t have done it because I would
tlave never been sure Just how he was medically.

They were Jjust super. They just leanad over
hackwards for us. They were just tremendous. Thay
made him comfortable, they came and bathed him and
shaved hims they brought him a commode and things
for the bath, a ramp for the doorway and a
wheelchair. I didn’t know there was that much help
available. It was Just wonderful.

We just couldn’t have done it, we wouldn’t  have
known how to go about it if it hadn’®t have been
for Paliiative Care and knowing there was a nurse
that would come within half an hour at any timas
day and night. That realluy made a big difference.

Whenever 1 needed anything from home care 1 could
call and they were right there. I thought we would
have enough oxugen to do us over the weekend and
we didn*t so I just phoned and they were there
within hours. We never wished for more services or
supplies. They were all good.

It seemed the home care was the support many
family members nesded to rally around. Many felt
anxious about being there alone. If you thought
uou were on yowr own it would be horrendous. Just
knowing the home care was there gave you the moral
support you nesded.

Many in Group I called the nurse at the time of
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provide the support needed by themselives and their

families.

When he died we callad the nurse and she was hers
almost right away. She phoned the doctor. She
stayed and made tea for us. They were really
super. Anytime we needed the nurse all we had o
do was call and they would be right hers. That’s
what made it so nice.

Having the nurses and the homemaker come was a
Godsend. It Just seemed to take a load off uvour
shoulders. A. passed away at one in the morning. I
T phoned the home care and the nurse was here
R shortly after and she called the doctor.

The only thing I had on my mind was to maks her
comfortable because it was in the bathroom that
she died. She was so heavy. I couldn’t get her
back to bed so I layed her on the floor. 1 phoned
the home care and I phoned the doctor and theu
both came.

Group 11

Group Il caregivers also found the Palliative Home

Care services to be most helpful.

I was wvery pleased with the home care. Anything
that we needed they were there. The wheelichair,
the walker, the commode, the bath stool, the
sheepskin and the oxygen tank. All her meals on
wheels and everything was paid through homs care
so that really helped.

I don’t know what I would have done withoutr the
home care. They helped me in so many ways with
himy helping do things for him and being there for
me. They were there when I needed them. They were
here. every day. They got oxxygen,; the waterbed
mattress,s the foam, the walkey, the wheelchair, a
raised tpilet gseat and a bath seat. They would
come and bath him. At times the nurse would coms
and Jjust talk to me and tell me different things
what might happen. What to expect if he did die at
home. She esxplained everything about what was




going on. It was a godsend that she was there.

I gdon’t know how I would have handled it if
it hadn’®t been for Palliative Home Care. I think
all the services were here thet I nesded for him.
Anything I needed they had a way of getting it for
me. I didn’t have to worry about doing something
because if I didn’t get it done they were there to
help me do it.

Just a call to Palliative Care and they were ha=re
instantly. I couldn’t reach a doctar that gquickiy.
Sometimes the doctor would sau, "I will be around
later in the dag” and we never would see him. The
nurses were so understanding.

Home Care started coming in August. He was
in and out from hospital so much for I.VY.. When he
got dehydrated he would get confused. One day I
called the home care nurse to come and help
because he was confused and he wanted to get out
of bed. I thought he might overpower me. I called
the home care nurse and the next thing I knew shs
was here. She was wonderful. That time she said,
He is so dehydrated we really must take him to
the hospitaly’ so we did. She was so good. I can’t
say enouagh good about her. It was Just wonderful
to ¥now there was someone ygou couwld call dags or
night.

If I hadn’t have had Palliative Care thers was no
way I could have kept him at home for as long as 1
did. They started coming in September. The nurses
and the social worker came regularly. I can’t say
enough good things about the Palliative Care
pecple. They were Jjust super. He really likeg
them. They are just special people. They know how
to deal with dying peoples how to treat them and
talk to them, what to do for them.

I wasn't sleepinag that well at night and
neither was K. so one night the home care nurs
said, "I am going to send you someone to sit with
fiim for the night." I Just went to bed that night
and 1 slept all night. I felt like a million
dollars the next day. Hom2 Care did send someone
the night we went to the play. The first girl ne
was very receptive but the one who came when we
went to the play he was not too receptive. She was
very young.

If the nurses hadn’t come I wouldn’t have been
able to manage. Home (Care was really the only help
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I had. Friends and family did not help. The home
care worker used to come and sit once in a while,
once or twice a week, so I could get out during
the day or have an svening out.

I was just overwhelmed with the service. I wasn’t
used to it — when they came with squipment they
would set everything up. They Just didn’t bring it
and leave it. Anything that we want=d or requested
we got it. When the girls from home care would
come twice a week in the mornings that would allow
me to get out. They were very good. They had an
axcellent staff this home care.

I knew that the home care would come. All it would
take is a phone call and they would be here. I
phaoned the home care once at 2:30 in the morning
and they were here by 4A.M.. The service was Jjust
great.

The home care used to phone and see how she uwas
doing. This helped a lot because often you just
felt so alone. I was impressed with the Palliative
Care. Without their support it would have besn
pretty hard.

I was so lucky that home care was available to us
or I jJust wouldn’t have been able to do it. It was
the phusical support and the mental support. Thay
were far more help to me than my own family was I
could tell you that.

Cthers felt home care was not as heleful as they might

bzen.

Home Care used to send the home helpers and I
personally didn’t feel they were trained well
gnough to sit with V. as sick as she was. That’s
about the ocnly thing I would say I was
disaprointed with with home care.

Home care came to show me what to do but provided
very little care. I Just found it impossible to
lift him.




5.9.4 Physicians

Some caregivers Tound the physician to

supportive while others euperienced frustrations.

Group I

The doctor was in favor of her remaining at

until death. She found it eacsy ta talk to

doctor and he came to the house.

home
her
family doctor. When she passsed away we phoned the

Gur family doctor was very helpful. If gyou called

her she would call you back within 5 minutes.
The doctor would stop by sven if in the arsa.

We had a doctor that was super and was hers
time we ne=sded him. In facty; he was here when
died. The doctor knew he had been low in

even when we didn’t call.

any

J.

the
svening and returned the next morning and stausd
until he died. Often he would Just come on his ocwn

When she died we phoned the doctor right away and

he came right up.

The doctor came every day towards the end.
gave us her private number and said we could
her any time.

C
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He didn’t talk to me about dying but he did o his
and

doctor. His doctor was very down—to—earth
wouwld come out at night to visit and would tal
him a 1ot.

3

o

Towards the esnd the family doctor was readily
available but earlier in her illness he was not as
available. The doctor had been in the night before

and he said 1f anything _Just to phone.

VMery
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Toward the end her breathing was getting very
shallow and I phoned the doctor and told him 1
thought my wife was duing and he said, "What the
hell do you want me to do about it7"

Group II

It seemed that the caregivers in Group II sxpressad

movre discontent with phusicians than did the carsgivers

Group I.

I took her every three weeks to the doctor but at
the last I couldn’t get her up the steps. This was
when her legs became very big and began to  drain.
So, then I phoned the doctor and I told him.
“Wells® he said, "1 don’t make house calls but
tomorrow after I go to the hospital I will comes in
the afternoon.?® He said she should be in hospital
but there wasn’t any room.

Those doctors make me s Ccross. He started
vomiting blood so I took him to the emergency and
he told him it was from taking an aspirin so
instead of keeping him in they sent him home that
night and he started wvomiting blood again. Tha

next day we took him back by ambulance.

The doctors never came to the house. One day he
was so dehydrated and we thought he shouwld go  to
the hospital so we called the doctor at 11:38 A.M.
and he said he wouldn®t be able to come and se==
him until after his hospital rounds at night bBut
if we brought him to the office he would ses ni
there. So we took him there and we sat in the
affice for a while. It was really embarassing to
have such a sick man sitting amongst the people.
He didn’t have the strength to sit up sc the
doctor saw him and told us to take Him yight to
the hospital and he was admitted.

The doctor only visitad once. The homs cars nur
had requested he visit. He never really d
angthing. We worked totally with home care.
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The doctor wouldn’t visit at home.

Our fTamily doctor wasn’t very sympathetic toward
her condition. He wouldn’t give her pain killers
the way we felt he should. She requecsted it a fsouw
times and he wouldn’t give it to her so we changed
doctors. The first thing this doctor did when he
came was to look at her medications. He gaves her
Some new prescriptions and she improved
dramatically. We wers even able to get her around
quite a bit after that but then it started going
downhill.

The doctor never did come to the houss=.

There were also reports from Group 11 caregivers which

demonsirated other doctors were very supportive.

The doctor visited at home a couple of times and
was most receptive.

The doctor had sailid we could call her any time.
She was very supportive and had said she knew V.
was much happier here than if we had put her in
hospital. I think with having her supporit you
enough to feel that if vou really nesded her in a
hurry that you probably would have got her.

The doctor was very supportive and would come when
I called. That is something that would help angons
is *to have a doctor who can bs your frisnd and
that you can talk to.

The doctor cames to the house rsgularly. He said
anyg time of the day or night we could call him.
That was a real support — that helped the most  to
kniow youw had that kind of support. He was
wonderful. Even when she went to hospital he ussd
to come and sit with her.

The doctor and the minister were so good. The
first time the doctor came he sat and talked to
her a full hour.



5.5.5. Religion

Religion is similar to the other support systems Iin
that some caregivers found their religious affiliation to be
most helpful whereas others who were members of a religious
organization found it was not as supportive for them at that

time as they would have liked it to be.

Group 1
Religion was very important — church, minister and

friends were very supportive. Our minister and his
wife were here often. His wife would coms often
and Jjust sit with her. S5he liked to see them come.
When she passed away we called our pastor and hi=
came right away. He was very helpful.

Faith helped a great deal. The ministesr and others

from the church wvisited often. ©ne of the
ministers that had visited cames right away when he
died.

The minister came svery wesk. The minister came
aover the morning she died.

The priest came ssveral times and gave him the
last rites 4 days before he died.

Her faith was very important to her.

The minister didn’t come too much at the end. Ehe
never really asked to see a minister.

She really didn’t gest much support from  the
church. It?’s such a large parish that peoplese  just
seem to come and go. It’s not like a small touwn
where the priest is part of the community. The
minister would pop in for communion once in X
while but it was a different cne each time so it
really wasn®t that much help.
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Group I7T

She had to go to church every Sunday. That was her
whole life. The priest came to the house and gave
her communion.

The minister came very often. He would be here
sometimes until two in the morning. She found that
a real help.

The priest came often to visit even after he went
to hospital.

The minister and other church members were very
supportive. They sometimes visited twice a week.

The minister visited at the hospital and he was
the first one I contacted when she died. He Just
sort of took care of things.

V. was very religious and was a staunch supporter
but they never visited once since she came to stay
here. I realize the ministers are very busy  but
they also knew how very ill she was. He did coms
to see her in the hospital and ke didn’t even
pffer a prayer.

I had phoned a minister from the United Churchs he
came once and he never came back. He didn®t do
anything. The minister at the hospital was very
good. He would often visit him at home and I asked
fyvm  to do the service. He did a 1ot of talking to

me .

i believe in God a lot. God has his waus. I'm a
very religious  person. That’=s how I got through
everything.

et




5.9.6 Others

Social Works Mightingale Services and pets were thres

additional supports which the caregivers found to hbe
helpful. Several of the caregivers mentioned that the social

workers at the cancer clinic were most hkelpful.
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Another service that several caregivers 1Iin  Group
utilized was the Nightingale Nurses. This is an independsnt
nursing group with a fee for servics. The Nightingals
Nursing Group was established by a group of nurses who
recognized the need for a comprehesnsive, professional homes
and hospital nursing service in the community. Five
caregivers in Group Ii referred to the fact that they hacd
hired a nurse to be with their family member once they
returned to hospital. Only one had reported that they had

hired a nurse to come in a night while the terminally i1l

relative was still at home.

Another area of support which was reported by thres
caregivers was that of pets.
His dog meant so much to him in the last thres

gyears since he was sick. He didn’t mind me being
alone when the dogs was here.

I have really found the pets are a big help and
good COmPany.

She was in her house with ner family &snd her
cats.
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The presence of pets was apparent in several homes but
not sufficient data was obtained to provide any comparison

between the two groups.

5.5.7 Summary

Family were found to be very supportive. It seem=ad 1F
family members were able to come and stay with the
torminally ill family member and the carsgiver during thoss
final days that the patient was more likely to remain at
home to die. Mine of fitteen caregivers (s A in Group I
reported having family members who were able to come and
stay at that time. Only two (13.3%4) in Group II reporited
having family members that stayed — in one situation the

family members were living at home and in the other the

daughter was not able to stay during the last month.

Three in éraup I (8%} reported having family members
who lived in Saskatoon and were able to come and go
frequently but where they did not live in during the time of
caring for the terminally i1l family member at home. Six of
fifteen in Group II (48%}) reported family members would come
and help cut whereas, seven {(4&.7%4) reportsed not reallg
receiving much help {from family. Two in Group I (13.3%3
reported not having anuy family to help cut and one  (6.7%)

reported friends being much more helpful than family.
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The madjority of the caregivers in Group I (8%}
reported that family had been very supportive and many felt

they could not have done it without the help of familys
whereas Group II did not report the family as being s0

supportive.

In the section on previous health care experiencs
{(5.2.%9) it was reported that five aof the caregivers in Group
I had worked in a health related field while only one in
Group II reported health care experience. In Group I siu of
the caregivers reported having family members with hsalth
care experience who were helping while only three (28X) in
Group Il reported having family members with health cars

experience.

It gseemed those families who did not have the support
of other family members found friends to be mﬁst helpful. In
many situations it seemed the patient and the céregiver
preferred Jjust close relatives and a few close friends to
visit. They did not really appreciate many friends visiting

but did appreciate the phone calls and cards.

over the summer months, during the time manyg of the
respondents were either receiving care or were requesting
help from home care for the first time, home care services

were frozen due to financial restraint, thus 1limiting the
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number of people that could be admitted to the prag?am. This
factor added additional stress for the caregivers who had
been manasging but now required additional help in providing

care for their family member at home.

Palliative Care was identified as a source of support,
but since it was a service squally available to both groups,
it was not considered a factor in determining whether ths
patient returned to hospital to die. The aquestion re2mains
whether those who died at home would hbave returned to
hospital to die, as well, if the time at homs for both
groups would have been shortened if the service had not been

available.

Some caregivers felt they could have managed without
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the Palliative Care Team, but knowing they were availa
day and night was most supportive. Other caregivers reported
that without the Palliative Care Team they Just would not

have been able +to continue to provide care for their

terminally i1l family member at home.

Some of the advantages of the Palliétive Home Care
were:
i. The emotional support during the time the caregiver
was providing care as well as at the time of death.
2. The home care nurse would come so gquickly when

called {1528 mins.? day or night.
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B They answered many aquestions and provided
suggestions which were helpful to both clisnt and

caregiver.

4, Beping available at the time of death.

5. Providing treatments such as the administration of
an anti—seizure drug, enemas and dressings.

&. Providing assistance with bathing, skin care etc.

7. Supplying the equipment as neesded, for example
wheelchairs, commodes and oxugen.

8. The homemaker was also seen as being very helpful as
they helped out with the household tasks as well as

providing respite for the caregiver.

Both groups spoke highly of the Palliative Home
workers — there were few negative comments about the servicse
or the staff. One of the concerns expressed was the fact
that some of the hcmemakers who came 1o provide respite
especially at night were very ygoung and as & result did not
offer much support to the caregiver. It was alsgo very
interssting to note the trust relationshis that developed
with ++= regular home care staftf but the feeling of
insecurity when their regular nurse or homemaker was not
there. It seemed very important to the caregivers that they
get to know the workers and that the same workers refurn to

provide the care whenever possible.
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One of the caregivers in Group II seemed to sum up the
feelings of many of the caregivers, "I can’t say enoudgh good
things about the Palliative Care people. They were Just
super. They are just special pecple. They know how to d=al
with dying people, how to treat them and talk to thems what

to do for them."”

There were varied comments in relation to physicians.
Some found them to be most supportive ©of the patient
remaining at home, they were available when called, sSome
left their private numbers so that they could be célled dag
or night, others would come énd visit and often would stay
and spend time with the family. In Group I only two (13,3%)
reported that the physician had not visited in the home more
than once, whereas in Group 11, six {(48%) reported that the
physician had not visited more than once. The comments mads
by Group I caregivers were more favorable than the comments

made by Group II.

Some of the caregivers in Group II reported that
physicians would prefer not or even refused to wnake home
visits. If they did agree to come to the house, sometimes
they would not come at all or they would visit several hours
aftter they were called, sometimes not even until the next

day. Many felt they did not have the support of th
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physician that they would have liked whereas others

very fortunate +to have a doctor who cared. One caregiver



commented, "The doctor was veru supportive and would come
when i called. That is something that would help angyorne is
+to have a doctor who can be your friend and that you can

talk to."

Religion was also found to be very helpful for some,
while others felt disappointment in the support they
received from their church and their minister. Frequent
visits and support at the time of death were found to be

most supportive.

One of the additional community services which was
used by five (33.3%4) of the families in Group II when their
terminally 111 relative returned to hospital was that of the
Nightingale RNurses, an independent nursing service. This
service was only used by one of the families during the time

the patient was at home.

All of the above mentioned supports were of benefit to
individual patients, families and caregivers 1in different
ways depending upon their own pérticular situation.
Caregivers called upon personal strengths they had employed
over the years as well as on additional formal and informal
supports as they were available, in order to sustain them in

their caregiving role.
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5.6 Decision Making

During the illness of the client, decisions had to be
made in relation fD further treatment as well as to whether
the client was to remain at home or re2main in the hospital.
For some families these decisions required a great deal of
discussion with wvarious people whereas for others the
decisions were straightforward, as they felt therse was onle
one decision which would be appropriate Tor them. Decisions
tended to be made by the client, . the family, and by others
such as the physicians the home care nurss or thoss at  the
hospital. This section will be divided into two categories —
those decisions related to further treatment and those
related toc whether the client would be cared for in hospital

or at home.

3.46.1 Decision Making about Further Treatment

Group I

The doctor came up in the afternoon and said hs
had an infection and I had three options: 1 could
either have him admitted to hospital or take hbim
to emergency and have nils medication given there
or 2lse I could keep him here. I said I wanted +to
keep him here because he didn’t want to go o
hospital. I found it much e2asier having him at
home and looking after him than him being in
hospital and having to go back and forth. I found
that much more tiring.

Even the week before she died the doctor said he
wanted to give her another treatment which I did
not want. Right then I felt this was research and
I said I wouldn®t be able to bring her in because



she wasn’t strong enough and if he would like to
spe her he would have to come here.

Even at the last admissions we would have
preferred she not go into hospital. It was the
family doctor who encouraged her to go to

hospital.

The hospital would have done evergthing in their
power to keep her alive and we told them if it was
up to us we didn’t want anygthing done.

He had been so i1l with bis chemo that the doctor
decided +to quit the treatments. He said this was
not quality life. If it had been up to K. he would
have kept going with the treatments uwuntil they
killed him.

When she was in the hospital the last time, her
bowels still didn’t start working after that last
operation and the doctor wanted to take some morse
tests and operate again and she said no. He said
to her,y "What do you want to do? Go home?" and she
said "yes.®

It was her option if she wanted to go through ths
rancer clinic. She decided no. We didn’t pressure
her. That was her decision.

He saidsy "You are going to have to take me home to
get a tube put in" and that amazed me becauss I
used to work in a nursing home and I ussd to talk
about tube fesdings and things like that and hs
said never ever would angbody ever do that to

And I always felt that way about me to, it I have
to stauy alive like that give me & 1ittle dignity
and let me go. I couldn’t believe he was asking
for a tube.

him.

oaTn
Onivy

Ste thought she would have liked more treatments
but the cancer clinic said they didn’t advise it —
they felt it really wouldn®t help any more.
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Group 1

5.6.2

home

careg

The family had decided we didn’t want anyg life
support because we knew 1t was just going to
prolong it. The doctor agreed with us but
suggested Just & wee bit of life support to make
her comfortable and gave her some intravenous but
she never regained Cconsciousness.

Then my husband decided to take the chemotherapu.
The doctor told us it might make it worse but he
wanted to give it a try. I didn’t want him to take
it. Anyways he went and took his chemotherapy. He
was fine for two daus but oh, did he get sick
after that. I spent most of myg time with him at
the hospital for the next three days. He decided
then that that was it. He didn®t want anymore.

We felt if he had to suffer like this for a laong
time we didn’t want that. The doctor had asked me
if his heart quit if I wanted them to bring him
back to life. I couldn’t make that decision =sc I
got the kids together and we talked about it. The
kids felt too that he had suffered enocuoh and
thought we should let him go. Because he was =o
bad I just couldn’t see bringing him back to
suffer somes more.

We knew it was Just a matter of tims until he was
going to die and none of us wanted him on  support
services Jjust to prolong the agony he was going
through. When you watch somebody die like that gou
don’t wish for them to go on.

She didn’t make the decision to quit radiation
treatmernts, they Jjust stopped.

Decisions made aboult remaining at kome  or

hospital.

Many of the decisions to remain at home or to return

following hospitalization were made by the patient and

iver. What they were looking for from others was

the



support they needed to be able to do this. All of

patients in Group I expressed a desire to remain at

return to hospital.

Group I

She mentioned a long time ago — she saids "When i
get to where I can’t get around I would 1ike to
stay at home."”

Recause our father died in hospital, we wanted our
mother to remain at home as long as possible. Once
we had her home we Just cared for her and 1Ff she
was going to pass away here that was fine. Now we
feel we would want it no other wau but to die at
home. The whole family was agreeable that sh

should die at home.

=

it was her request and cours that she come home at
that time. They would have preferred to keep her.
Her slectrolgtes were still low. She stayed tuwo
days longer than she had expected to but she
insisted on coming home.

I wanted to try and bring him home. He was to the
point he really didn’t care if he came home but I
wanted him home so I pushed ahesad. When the doctor
discussed his going home K. shared his concerns
about how hard it would b2 on me and the bous. The
day I went to get him he was really anxicus fIo
come2 home. This made me so relieved because 1
thought maube 1 was doing something he didn’+ want
to but it was hard to know. I knew how he hated
hospitalsy I thought he must want to be  home
better than that and so we brought him home.

The last couple of weeks were very hard. 1 had
come to terms with the fact he would die at home.
The kids had come to terms with that. I had askesd
them when he took that sudden fturn - 1 said,
YOkau, we said if anything like this happened we
would discuss it and we would be open with esach
other about what we wanted to do and how we felt.
If we are going to put Dad in the hospital we have

the

haomes

whersas, in Group 11, four {26.7%4) expressed a wish o
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to do it now because we might not have another
chance fo make this decision” and they said, "Nos
we want him at home.”

But you know, you can never think in advance
what uyou will do because I had people pushing me a
year before to decide whether or not K. should die
at home and I said there was no way that I could
make that decision, that it was K's decision,
whatever he feels good about. They felt we should
be prepared, I told them, "I can’t even bring it
up let alone discuss it. I just can’t make muself
say it. "™ I said, "T could never make that
decision.® I was warned that if I didn’t discuss
it with K. I may be forced to make that decision
because he may not be able to. But I still
couldn’t discuss it because I couldn’t even say
it. In the end there was no decision to make. That
was the only logical thing to do. That was just
the right thing. In facty before that I would have
tended to think it would have been the other way.

Just over a week before she died the doctor came
and he said to hers "Do you want to go to  the
hospital?® and she saidsy "No." Her daughter was
here and she took her to the hathroom, then ths
doctor asked me, *Do ygou want her to go to the
hospital?® and I saids "Noy as long as she dossn’t
want to go. I want to have her here too." I =aid
that if¥ it was going to be better for her I would
let her go but I didn’t want her to go, sc he said
that was fTine. I knew she wanted to die at home.

They wanted to put her in hospital to drain the
lungs. She made me promise her not to send her to
hospital. She didn’t want to go back to kospital.

Nobody r2ally became anxious about her dying at
home. I think it was partly the way she had
accepted it. Everybody Just felt that was her
decision.

Everyone was very realistic about what was
happening and everyone accepted it. She had been
in hospitals a 1ot and really didn®t care to be in
hospital. She sesmed to feel a great sense of
security in being at homs knowing that things were
still being looked after. We had said to hery
"Anytime upu f=el you would like to go back o
hospitalsy if you want someone to look after you
more than we are, just say the word" so she knew



she had the option but never once did she say she
wanted to go to hospital. 1 wondered how she would
feel as she got sicker but when she was in
hospital in February she Jjust couldn’t get out of
there fast enough.

He was Just petrified of dying in hospital. He=
wanted to come home. I was nervous about bringing
him home because they hadn?’t even had him up
walking in the hospital, but we managed.

That was his only wish, the only request he had,
that he wanted to stay home — "Don’t put me back
in the hospital.® He had wvery few requests and
this was one of them and I was determined to honor
it. I got a big lecture from his aunt in "That’s
what hospitals are for® and "You’ve done all that
Hou can do.® He didn’t complain about angthing and
when he only had the one request I thought 1t was
a very meager request. "What can they do for bhim
in there that I can’t do here?" "Well," she said,
*"he should have been having I.v." And 1 said,
Wows there’s one thing we don’t want to do and
that is prolong this.” You don’t want to lose them
but you don’t want to see him suffer.

She didn’t want to go to hospital. The family all
accepted the fact that she wanted to die at home.

He wanted +to stay home and I wanted him at home
but the doctor suggested he admit him and I  asked
if there was some special care that he would get
in hospital that he wasn’t getting here now and he
said,y, “Noy but you can’t go on like this. You have
to have help." He said if I would agree to home
care then it would be fine for J. to stau here.

I don’t think the fact of care entered my mind. I
certainly didn’t want him in hospital.

She didn’t like being in hospital. She wanted *to
be home. I felt that if it was her wish that she
be at home — we knew we would be together then and
we knew it was only a matter of time.’

Two or three nights before she passed away the
doctor from the clinic came in and he said to her,
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sShould I put yow in hospital?® and she saids "No,
I want to be here at thome." She accepted haer
condition. She said, "If it is my time, it’s my
time.* At the end she even took the oxygen off. My
daughter wanted to put it back on and she sailds
*Npoy this is it. I’m going home.®

Group II

Many of the decisions which were made regarding the
patients return to hospital were &ade by the caresgivers.
About half of the caregivers in Group II (7 out of 132
expressed anxiety about the patient dying at home and said
they preferred that their family member return to hospital
to die. There were others who felt they could Jjust no longer
manage and that the patient would get better care in the
hospital. As well, some of the doctors encouraged the

caregiver to have the patient return to hospital.

It bothersed me once she was in the coma. I Jjust
couldn’t look after her. The home care nurse
phoned the doctor and he suggested we kesp har
until morning but the home cars nurse told him it
was the family’s wishes that she go to hospital. 1
just didn*t feel I could manage anymore. I thought
it better she be in haospital.

After one week of respite in hospital they told
him he could go home. 1 told them I was unables to
care for him as he could not walk and I could not
1ift him. They said they would get an ambulance to
send him home. They told me I would have to put
bim in a nursing home or take him home. They told
‘mey *The hospital is no place fTor peocople like
that. Only when we can do something for them will
we keep them.’

The doctor was here and asked mes "IT she passes
away where do you want her to be — at home or in
hospital or in the nursing home, " and 1 said



tAnyplace else but at home. I don’t want her to go
at home." So then he said,®"If you want it that way
then we better look for a bed because she can go
Just any time.”

For a while she was very serious that shs wanted
to go to hospital. She thought she would get
better care there. But she was only thers for IfTwo
days and she saidy "I want to go back home.®™ Our
doctors wouldn’t allow this. They said, "It can’t
be. ke can’t do it. She is too far gone.”

I would have had to have the oxygens the I.V.;s ths
hospital bed and I don*t know what else I would
have needed to have him here. I just couldn’t have
had him here.

I felt if I had seen her die in this room I could
never stay here. I had never experienced anuthing
like this before.

I was scared to have him home because 1 didn’t
know how I could handle him. How to handle the
whole situation that he might die at home with me
and I was so scared of this. I should have got him
home sooney  but I didn’t. So then finallyg I
realired he really did want to come home and I
thought no matter what, I’ve got to have him home
because they told me he could have a good summer,
and maybe up until fall. The social worker at the
cancer clinic was very good. I had told her I was
scared to bring him home and after I talked with
her I then realized I should have him home. I
think I really wanted him home it is JjJust I was so
arared to bring him hom=.

When he could he wanted to be at home. When he was
in hospital for a few days then he would want to
come home. In August, he went to hospital for the
last time. The doctors felt that 1if he was in the
hospital he would be better off.

If I could have had my daughter longer I would
have kept him home longer. It was Jjust impossible
for me unless we would have gone to a full time
nurse. I would have needed som=sone here all the
time. He was getting so weak and 1 was so afraid
he would fall.




I think we could have gone for a little extra
professional nursing but it was really decided
between the Palliative Care and the doctor when he
should go to hospital and how long he should stay
there. We had no say. When the doctor said he
could come home we took him home.

It wasn’t my decisicn to put him in hospital. It
was Palliative Care. The homse care nurse said the
time had come, he had to be in hospital.

Pefore she didn’t want to go to the hospital but
at the end she wanted to go. She used to get very
anxious when she choked. At the last I Just
couldn’t cope with it any more. They could taks
care of her bstter there. At the hospital they
used suction and that helped.

If you were to keep her home longer you wowuld have
needed to be with her steady. If someone would
fhave come six or seven hours a day it would have
"yreally helped. If the nurses would have come to
the house they would have been able to do for her
here what they did at the hospital. I just got too
tired muself to do anumore. I just couldn’t.

I think he didn®t want to die here becauss he knew
it would be hard on me. I wouldn’t have wanted him
to die here. If he had of, I never would have
stayed here. I would have never made it. It was
really better he died in hospital.

It was Jjust awful before he went to hospital. He
had no control about going to the bathroom. He'd
be here at the table and he couldn’t get +o the
bathroom, that was terrible. Then his back was
sore, the cancer had spread. I Just couldn’t
manage him myself. That was terrible. Then he got
worse and worse. One night he threw up iond all
night and that is when I thought he should go to
the hospital. I called the home cars nurse at
midnight and the ambulance and got him over there.
He never came back.

I actually felt at the time I should have kept her
home but the doctor thought they could give her




better treatment in the haspital with the
intravenous and support. She wasn’t in hospital
quite a month before she passed away.

As 1 look back now I think I would have sooner
kept her home but she had requested that she not
die at home. She saids "I do not want to die in my
own home. Take me out and don’t let the boys see
me when I am no longer vrational.®

She accepted being in hospital and never asked to
caome home. She knew she was very sick. At the time
it was the logical place to be and she accepted
that.

I couldn’t have gone on any further. I had asked
earlier for her to go to hospital and they said,
"No wayy she was getting better care here than she
would have got in the hospital.”®

My sister and my three brothers wanted to put her
into hospital and I didn,t. I saidy, "No way — she
is going to stay here as long as I can possibly
help her" because I knew, everdtim=s anyg nurse or
angone came she said how she loved her room and
she was just so happy to be able to be here.

They were to bring oxygen that day and I Just
said, "That’s one thing I would be nervous about.
I think we should phone the doctor and see what
she says." She agreed that we should take her to
hospital.

She Jjust went to hospital hours before she died.
She just wouldn’t eat. The home care nurse came in
the morning. I called her because I couldn®t get
M. to eat her breakfast. The nurse came right over
and she said, | think we better put her in
hospital.™ I said, "I want to keep her here as
iong as I can becauses I give her the care that she
needs.” The nurse was worried about me ygou know.
said to hery "IT you leave her on the basis that
can get a hold of you of she turns much worse.”
phoned her about 1 P.M. and my regular homemaker
wasn’t here so 1 decided on my own to get a hold
of the nurse and she called the ambulance and she
went to the hospital at 3 P.M. and passed sway
around midnight.

bl i bl



Another factor which had an effect on the
decision making regarding whether the client remainad
in hospital or at home was related to concerns about
care that was provided in hospital. These concerns were
shared by both groups of caregivers, but Group II  felt
this was their only alternative at the time the
decision was made for the patient to refturn to

hospital.

Group 1

We Jjust thought she would get better care
here and the doctors told ws that too — the
hospital is so short staffesd.

To be honest I think we were able to give her
better care here than she would have got in
hospital because when you have one girl on a whols
ward they just can’t come when you need tham.

In February she went into hospital. She oot very
dehydrated. She was in about five or six days and
I was really annoyed with what was going on at the
hospital and 1 called the dorntor and saids "1
think we can do as good for ke 3t home a5 they

are there.” She was really weak and couldn’t get
herself out of bed to go to the bathroom and they
were of the opinion that she really wasn’t

trying. The doctor had told her that as soon as she
got her strength back they would get her off the
IV and she was really trying to drink all she
could possibly force down. He saids "You can go
home as soon as you get your strength back a bit.”
She would keep saying to them, "Do gou think gou
could walk with me for a few minutes?” and they
would says "Welly, I'm too busy right now and will
come back later.” So my husband and I were going
up two or three times a day. We Jjust absolutely




ignored visiting hours and Just walksd in and toock
her for a walk whenever we could, even if 1t was
Just for Z@ minutes.

Then one day I went in and she was almost in
tears. They had put her in the chair across from

the bell and she had been there for two hours. She
couldn’t get out of the chair. So I said, "That is

it. You’re coming home."

Group I1

I always gave him his lunches. He Jjust refused for
some of the nurses and they just don’t have that
kind of time to spend on one patient.

They don’t get the care at the hospital thewy do at
home. ¥You get a different nurse everu day. That’s
what the wife didn’t like. She was lonocsome.

I wanted her home. She wasn’t happy in hospital.
The care in the hospital is not that gocod you
know. They are limited with the number of patients
they’ve got. They can’t give really personalized
care. That’s why I wanted to keep her here as long
as I could. She started to cry the day we tock her
back to hospital. She didn’t want to go to
hospital.

Some of the decision making was as a result of

advantages of being at home seen by the caregiver.

Group 1

It is more private at home than in the hospital
and much movre peaceful. It was especially nice to
have the grandchildren because they didn’t get to
see him in hospital.

He could see the garden from his windpw and watch
the birds.

She would walk in the garden in the morning and
then go for a longer walk in the afternoon.

the




At that particular point you kind of want to be
with them most of the time and at the hospital ifs
not really quite possible — I think they had rooms
at the hospital uou could slieep in but its not the
same as being at home.

That’s where she had the trouble in the hospital
when they wouldn’t give her medication when she
said she had pain. When we got her home we gave
her medication when she said she had pain. She
wouldn’t take a pill if she didn’t need it.

She was wvery much in control and that is one thing
about being at home is that you can call the
shots.

My son would hardly come and visit her at all in
the hospital but when she was at home he spent a
lot of time with her. He hates hospitals.

It was good to have him home because he could look
out the window. We had more time together. In  the
hospital there was always someone there. You also
had more control over who visits and how long they
stay.

Group 17T

She was happier here because the family could come
in and it was like a family atmosphere. It wasn’t
like in the hospital so it made it a lot nicer for
her and that was her wishes. She didn’t want to go
to hospital or nursing home. The night before she
went to hospital my son and his wife came in and
we all had supper together. That night she was a
little confused. She didn’t want to go to bed and
then she finally did and that night she went into
a Coma.

If he’d be out in the garden, we would go out and
she’d sit on the patio and the neighbors would
come over and talk. Sometimes she’d fall aslser
out there.

It was better to have him at home than toc go to
the hospital to visit — it is hard toc go to the
hospital as 1 like toc come home before it is too
late.
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We fixed up one bedroom for her with a patioc door
so she could loock out into the garden. She resally
liked her room.

5.4.3 Summary

The concept of having some control over the decision
making of the client when at home was mentionsd several
times.-Theg felt they had some control over decisions as o
further treatments such as chemotherapys phuysiotherapys and
administration of pain medigcation. They also felt they had
more control over who visited and how long they stayed. Dy
being at home there was the assurance that life support
measures would not be used to prolong their family members

life.

It seemed many of the caregivers were very detsrmined
to somehow manage beEcause they knew 1t was the wish of the
patient to remain at home. This may suggest a great senss of
determination on the part of the carsgivers who were abls to
care for the terminally i1l family member at home. Concerns
about the care received while in hospital was alsc a facior
taken into consideration when deciding where the patient
would die. Many of the caregivers were not pleased with the

care provided for their dying family membeyry whils they were

in hospital.
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The advantages af remaining at home as comparsd o
being in hospital were part of the decision making which
toock place at this time. There were advantages to both

client and caregiver in having the patient remain at homs

for as long as possible. Some of these advantages weresd

- it is more private at home and more peaceful

— the grandchildren could visit more often

— he could see the garden from his window

-~ she could walk in the garden

- it allows you to be with them all the time

- control over decisions such as with pain medication

— you can call the shots

- Ffamily were more willing to spend time with them
that they just wouldn®t have been able to if they
were in hospital.

- control over wvisitors and how long they stauy

- more of a family atmosphere

- it is vaery tiring to be going to the hospital svery
day

- it is much better +- have them at home.

Caregiver= in baoth groups reported they were pleased
with what they had been able to do for the patient and with
the decisions that had been maﬁe at the time. Most reported

they would have wanted it no other way.




5.7 Caregivers® reflections of their experieoncs:

5.7-1 Group 1

All of the caregivers in Group I were positive about
their experience in caring for the terminally ill family
member at  home. They felt good that the psrson was able to
die at home since that was their wish. There was alsoc =
feeling of confidence in knowing the carese thsy mere
providing for their family member was often better at home

than it was in the hospital.

In the hospital — if you aren’t there— right with
her all the time - 1 would have only been able ito
communicate with her when I was there whereas,
here any timey, all evening long or all weskend. I
am not sorry at all that she was at home. She
wouldn®t have got any better care in the hospital
- 1 don’t think s0. I think we would do the sams
thing under similar conditions.

I feel sorry for the family members who did not
have the opportunity to care for Mom the way we
did - we had Mom’s last six months. It takes the
moarbidness out of death when they can pass awauy at
home. You can carry on a more normal life style.
Here you are running one house and with visitors
coming you would have been running back and forth.
She was able to have somsone with her all the
time. She was just thankful to te here.

Life carried on as usual. That was good. You?re
not Jjust sitting by the bed waiting. It is alsoc
important for the terminally ill patient not Just
to be lying in the hospital waiting. I read an

article that saids — Duing is as natural as being
born — and it really made me think.
Dying with respect and dignity — I think

that is what you do when you die at home. It 1S
more dignified and more natural. HMom Just went in
her sleep. It wasn’t scary. It was quiet — we woke
up and Mom was gone. To me now I wouldn’t want to
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see anyone die in the hospital uniess it was a
sudden death.

I shouldn’t say I enjoued it but I considered 1t a
privilege to look after him.

In June in the hospital I thought he was going fto
die and I Jjust panicked but here I was Jjust calm
as could be. I don’t know 1if it was because he was
home or what.

I would do it again the sams. I never had any
trouble going in the bedroom after or anything,
About one—half hour before he passed away he made
the sign of the cross. I'm sure he had a vision.

If you can have them at home by all means do
it. Knowing that he was where he wanted to be and
that I could make him comfortable.

No one wants to die but you want to die with gour
loved ones around you. I myuself would want to die
at home if possible — nothing against hospitals -
they are nesded. She wanted tc be where she waniad
to be and to have her Tamily around her. It is
nice to be home. Hospitals ars good but it’s an
institution. Some people wouldn’t bz able to give
the care like we were. The family was =0
supportive. We would want to do it the same again
if the circumstances were there.

It was her wish to remain at home and I think with
home care and the three of us herese we probably
gave her better care than she would have receivead
in hospital. I¥ I had a chaoice I think I°d want to
be at home too. It’s definitely hard on the pecople
providing the care but it’s also very hard on  the
patient. You Just have to get some extra strsngth
wherever you find it.

Even the kidss yuou knows they seldom went to the
hospital to wvisit him because 1t upset  them
especially the little guy. If it was &a nice day
they would vide their bikes up theres, say, "Hi
Dad®* stay five minutes and then take off -
*hecause my bikes outside you know." But if I toock
them uwup and they had to =it there for goodness
knows how long they Jjust hated it. It was very
uncomfortable and intimidating. But what I found




at home was that well, the first week he was
mobile and 1 could get him up and he could come
out to the living room and would still be able o
talk to the kids. But once he was in bed and was
really going quickly, J.{(l4urs.old? would go in
and sit on the edge of the bed and just sit and
Just look at him. Not say anything but Jjust sit
there and he felt ocbviousluy comfortable or he
wouldn®t have gone in and done this on his own and
that was time he wouldn’t have had if his Dad had
remained in hospital.

I would take my breakfast in and =at it in
his room. B, our youngest would come in while I
was having my breakfast and he would sit and have
a visit with us before he went to school and
again, he wouldn’t have had time like that with
his Dad if he was in the hospital. In fact, ans
day 2 was leaving for school and I was doing
something for K. B. came in to say goodbue and H.
called him back and saids "Now you have a good day
you little tuwrkey.® Those are the things thkat mean
=0 much now.

As far as K's death goessy 1 was ready to let
him go and if he had been in the hospital the kids
wouldn’t have seen thaty, but I think becauss he
was home and they did see that maybe it made it a
little better in terwms of them. It was easisr for
them to let him go even though I haven’t discussed
this with him but you could never wish him to live
like that. B used to give his Dad hugs and kisses
at night but not at the end — he started to pull
Away .

I would do it again. It was definitely the
right thing to do.

I was always frightened I would walk in and fing
she had passed away. I had never been that claose
to anyone who was really sick or dying. It was an
sxperience and actually I was quite pleased with
mysel f becauss 7 was really worried 1if I knew she
passed awau and then for her to actually pass sway
in mu arms. I couldn®t believe how I copad with
it.

I think it’s good that she died at home,
especially when she wanted it that way. I wouldn’t
have wanted it any other way. One thing I wish 1
had asked her was where she wanted to be burisd.
That was about the only thing we had to struggle
with after she diesd.

It has never bothered me that she died here
in the house whereas I know some peoplese that Just




couldn®t accept that. I don’t know anything elss
+hat could have been done. a&nuthing she wanted we
tried toc do for her. To be honest, I think we were
able to give her better care here than she would
have got in hospital because when 4you have one

girl on a whole ward they Jjust can’t coms when ygou
need them. If I had to do it again. I wouldn™t

turn away from it at all unless she wanted to go
to the hospital.

I+ I had him here again I would do it all again.
If I had it to do sgains I never would have takan
him to hospital for those two days.

It was stressful but I dont know 1if it was morea
stressful than having them in hospital because 1
know how frustrated I was seeing her in for those
five days and I’m sure if we’d have lett her there
she wouldn®t have lasted two weeks whereas she
lasted six wesks after we brought her home.

We realluy felt we were able to do exactly what she
would have wanted. &s I look back there iz not
angthing we really would have wanted o do
differently. I think we all went away feeling uwe
had done the very best we could. We told the
people in the Palliative Care Program that it gavse
us a chance to do our last little bit.

On the whole we were very pleased with the
way things had gone. Mainly for the rest of the
family. If they had come to se=s her and then only
been able to see her in the hospital I don’t think
they would have felt as good about it or staysd as
long. This way they all felt they could do thsir
bit and it gave them an opportunity to be ftogether
for a whole week not just for a couple of hours a
day.

It is a more relaxed atmosphers than in the
hospital. It is very truing to wvisit in the
hospital day after day and watch them deteriorate.
Tt is bad enough at home but I think it would b=
worse to see that happen in the hospital.

I think we were both more relaxed at home than we
would have been in hospital. You do what you feel
like doing. We would sit and watch T.V. together.
Therse were iots of things about the business we
could talk about. I don’t know if anyone else nas
this problem but when I go to wvisit in the
hospital I can never think of anything to sag ro



anyone once I get beyond the "How are vou todag?’

It was better at home. His friends could
come and sese him and I  think they were more
relaxed here than in the hospital. &t home I could
be with him day and night otherwise one has to
lsave to gt your resti.

et

If I had to do it again I would certainldg do i
that way again because 1 thought that was th
best. She definitely didn?’t want to go t
hospital.

0 m

The one caregiver in Group I who would have liksd
things to be different found that he was able to manags
during the time of illness but when when his wife was duing

he did not receive the support that was needed;

Toward the end her breathing was getting very
shallow and I phoned the doctor, “"What the hell do
yoy want me to do about it7° I tried to get the

palliative care nurse and I couldn®t reach her =
I rhoned the ambulance. I didn’t Lknow just to
phone the funeral home. The police came too.
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This was the one caregiver who also reported his health

worse now than it was prior to the death of his wife.

5.7.2 Group 11

Many of the caregivers in Group 11 were also pleassd
with the care they were able to provide and for the time
they were able to spend with that person. The same feeling
of confidence did not prevail with all the caregivers in
Group II as it had in Group I. Several of the caregivers in
aroup II sexpressed anxiety in caring for the patisnt

especially regarding choking and coma.
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Two of the caregivers in Group 11 reportad it reaslly
hothered them when th=ir family member went into coma but
folt satisfaction in  knowing that that person never knew
they had returned to hospital. Therefore, they falt
confident they had fulfilled the wishes of the patient. A
third caregiver felt very insecure at home and stated it was
much easier knowing his wife was getting the proper care she
nesded. One of the caregivers regretted not being with her

husband when he disd.

We feel we did what we could do and we carried out
her  wishes that she could bhe at home. She never
knew she went to hospital.

I'm just happy. ATter all the things that she d
for all of us I was happy I was able to do 1
Three of our sisters were here to visit the week
hefore she went to hospital. It couldn™t hav
worked out any better as far as we wsre al
concerned becausse she just didn’t want to go fo
the hospital and when she did have to go she was
not aware of where she was. I have a feeling of
real satisfaction for what I was able to do and
Just knowing the home care nurses were thers
whenever we called was a real help. One of the
home care nurses went to the funeral.

e
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For mes at least, T knew she was getting betier
care in the hospital. She was gettirs the propsre
care she should be getting. That part was sacsier.

When i had him here 1 could do things for him
myself that I couldnt do in the hospital. The
kids could come and go when they wanted to, they
could talk to him without anubody else being
around. 1 fhad time with him muself. I had mg
doubts when I brought him home. I was so scared to
have him home because 1 had never had anubody that
sick so I didn’t know how I could cops with it
but Gods I wish 1 had of brought him home
earlier.



For the time I had him home I am not sorrd.
I am really really glad 1 had that chance af
having him home. It was awfully hard going to the
hospital all the time and spending all of gour
time up there. He was in a private ward but it
Just wasn’t a place where you could fe=l you ware
together. You Jjust sat there with him. At home
here I was doling stuff for him that I could do and
if I couldn’t do it one of the kids were here to
do 1t for him especially my oldest spon. He sgzenit a
lot of time with his Dad. He says he has lost his
father and his friend.

My one ragret is I wanted so  badly to bes thers
when he died and I wasn®t. I Just wanted so much
toc be there.

I should have taken more help sarlier. They ke
offering but I Just didn’t. If I had 1t to
again I sure would. I Jjust got toc weak.
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It was really nice we were able to have him  homs
as long as we did. He was only in hospital for =&
few daus and he was asking to come homs. That wa
hard because we knew he wasn’t going to be ables £
come homes again.

That she didn’t respond to me the way she did at
home really bothersd me. I often wonder what would
have happened had 1 kept her at homes.

It was a good experience. I don’t know if I7:
fo do it again. It was a growing experienc
all of us here. My blood pressure went up while
caring fTor her. It is bhack to normal now and 1T
feel good.
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5.7.3 Summary
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The majority of caregivers in Group I felt there w
vary little they would want to change. Some felt more help

from Home Care or receiving help earlier maube would have

been helpful, but felt theuy were able to manage. Most were
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very pleased with the way they wers able to conduct
themselves at the time of death and felt they would not
hesitate +o do the same thing again under similar

circumstances.

Many of the reflections from Group 11 were similar to

those in Group I in that they had done everuthing thewy could

and that at +the time their family member returned to

hospital, that szemed to be the only right decision. They

alspo mentioned that with extra help from Home Care and with
v 1

getting help sconer maube theu could have kept their family

member home longer.

5.8 Present Situation

Many of the caresegivers talked about theilr presen

situation and what their plans were for the future.

Group 1

I am now reacy o get on with my life. Scmetimes I
think geo, it’s only six months and I am so esger
to get on with my life — but really. it has be=n
two years.

If you think about what that person who has gone
wants for you it gives you a kick in the butt fo
get going.

All our plans for retirement are gone. I rlan to
move back east now.
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I feel like I’ve gone through a long dark tunnsl
and I'm nearly at the end.

Many of the caregivers reported that they had been

Aaway on vacation since the death of their relative and nocw

felt they were ready to start becoming involved in things

again.

I still find the evenings long when you are alone
but the daus aren’t so bad as 1 can get dressed
and go out somswhere. I do a lot of volunteser
visiting for the church.

The first few months after his death I was at my
daughters a 1ot but I feel really close to my
fhiusband here and I was missing that. Mu father
passed away with cancer and seven days aftter the
funeral my oldest brother took my mother away for
three months. I can remember her coming back and
saying,y "0Oh for God’s sakey if anygthing like that
ever happens to your partner stay and face it. Get
used to it and then go away." That always stuck in
myg mind.

I am glad we kept the business, it gives me
something to do.

it is very different being single at thirty seven
T T

than at seventeen. Where do I go fvrom here? I wiill
Just take it one day at a time.

Group I1

Those fTirst dayus were so long — not going to the
hospital,s but now my daus go by faster.

The support group in the field house is very good.
I’m getting back to golfing and dancing.

As a matter of fact what I dids and I think 1t was
the smartest thing I ever did, was I did =&
complete exorcism of R. within the house. Once her
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children picked up what they wanted then I Just

-*

went through the drawers and I burned everuthing.
No ghosts — 1 had to do that. My quality of life
has improved. At first everything was momentous
but gradually once 1 had dones like I saus the
sxorcisms then I established my own routine with
the house. My day is full. I manage to have a hot
meal everyday. For me 1 think I am functioning
quite well.

I know at times I have tried to be strong for the
kids but it still hurts so much.

Through the dayu I am okay but I still walited for
him to come homes after work for a long time.

It is very lonesome. 1 really don't like going out
much myself.

You need to be able to talk to somebody elss= other
than Jjust family.

Where does a single person go. You are starting
your life all over from scratch.

Three of the caresgivers in Group 11 spoke about moving
and taking up a new residence. For theses thres caregivers it
had been nearly a year singe their spouse had died and they
were now locking at where they as an individual would want

to live and what they would want to do.

Many found families who were supportive at the time of
caring for the terminally i1l family member at home were

still very supportive.

Group 1

The family were so supporiive and still are. Thed
make me feel like a V.I.F. you know.



85 folks are still very supportive.

My daughter came and stayed a wesek with me after
the funersal.

The children still come often and my
grandchildren.

Group 11

I talk to my daughter every dauy she is a real
support.

I have two boys in Saskatoon. One of the boys take
me for breakfast every morning. This other son of
mine — every other day he has to baby sit with his
kids so that day we go to MacDonald’™s for lunch.

When I had him homs here his kids spent a 1ot of
time with him. After he passed away the kids wers
there for me and they are still there. If 1 feesl I
need to talk I can phone them and talk to them.

My daughter has besn so good. She Jjust took over
sverything. She still comes and helps me a lot.

My daughter stayed with me for a week after my
hushband passed away and my sister and heryr husband
staued for two days afterward, then I had to learn
toc be by muself.

It has been really ionely since she died. Mu
grandson has been staying with me during the week
pecause he is going to high school just over hers
sp that is a little companionship in the evenings
at least.

Some found their friends changed and many of the
friends they had as couples no longer came by.

At that time I had gquite a bit of COmPany. In
facty I had far too much. After she is gone I wish
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now theu would come but it’s 3 completely
different thing. Now nobody comes.

Mu old friends don’t really come arocund much
anymore.

Gthers Tfound their friends to still be very supportive

and continuse to invite them ocutr for dinner often.

Summary

w
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For each caregiver their present situation wa

1

individual as were their coping strategiss during the

i

im

m

they were caring for their terminally i1l family membsr at
home. By listening to the caregiverss; one is able to bettar
understand what it was 1like at the time of diagnosis of
terminal cancer, what it was like during the time they carsd
for their terminally ill family member at home and now their

feelings and plans about their present and their future.

[Ij}
h
ot
W}

it is only after we understand the feeling
concerns of these caregivers that we will be able to help
others who are facing similar situations. It is also
important that we are able to assess sach situation in such
a way that intervention is introduced as it is required. it
is only through appropriate intervention at the appropriate
time that major disorganization will be avoided and growth

and hesalth will be the result.




CHAPTER &

SUMMARY s DISCUSSION and RECOMMENDATIONS

S.1 Overview of the study

The purposs  oOF the study was 1o gain a better
understanding of primard carsegivers and how thes were abkle
to manage the care o©oFf a terminally 111 family member at

home. This study was exploratory in natuwrs and was conducted

using a qualiitative method.

Specific objectives Tor the study were:
1. To identify the primary caregiver®s self perceived

strenaths and weaknesses,

“4

Za 1o identifg the gporited ksy tTactorss including
formal and inTormal support systams, which wers
influentiail in the primary caregiver’s ability to care
for the terminally 11l family member at home.

Ea To determine whether commonalitises exist  among
primary caregivers who are ables o care TfTor the

terminally ill patient at home.

The conceptual framswork for this study was provided
by the crisis theory model. This mpodel incliluded the
involvement of an individual facing a hazardous event along

with significant others. The model of crisis theory and




intervention provided a view oFf the diagnosis of terminal
cancey as & hazardous svent which had the potential for
becoming a .situational Crisis. Ot her stressors which
increased the potential for a orisis situation werei: lack of
supports  both Tormal and informal as well as the phusical

and mental characteristics of the patient and caregiver.

nteErn

Jond

1 and “ternal rESoUrCes  woers infilusntial in

.

determining the coping strategies of the caregiver.

The crisis Ttheory model alliowed for growth and hsaltt
To taks place along with the respiution of the crisis. This
seemed to be the outcome indicated by manu of the carsgivers

in both groups. Cars
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good about what they were able to do for their duing family
member and in manyg cases Telt it had been a growing

axperience.

The interview guide which was utlilized during the
study was developed based on the conceptual framswork, the

literature revisew and the clinical superience of ths

researcher.

i

The participants of the study inciuded thirty
caregivers who had cared for a family member who had besn
diagnosed with terminal cancer and had been admitted +o the

Palliative Home Care Program in Saskatoon. Fifteen of the

participants had cared for a terminally il cancer patisnt
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death occcurred (Group 1). Fifteen of the respondents

nad cared for a terminally 111 patient at homs during their

iliness prior to the patient returning to hospital to die

{Group I1).

SUMMARY OF THE FINDINGSE FROM THE STUDY

Ccareglivers o

trengths and Weaknesses:k
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Some o he strengths which were perceived by the
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iscipliine — *In a situation like that uou say
this i1s the way 1t i1s. There is no point in  breaking
doun. It wasn’t going to help the patient.” *I Just
took it like an alcoholic — one day at a time because 1
naver knew what the next dat would bring.®

2. Ability to work under stress - "It seems I work
petter under siress,s I just didn’t seem to get tired.”®
2 Determination — ‘“you get that inner strength from
somewhere and you are able to carry on.® "My phyusical
health being what 1t wass there wasn’t one day from the
beginning of his illness that I wasn’®t able to go from
morning until night.®

4. Accegtance — "we were prepared and if this was the
way it was supposed to be.”

5. Willingness o provide care — "1t didn’t bother me

to give the care. Bedpans etc. didn’t really bother
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me. "

I was giving fesding and medication by tube as
well as giving insulin Tour times a day.®

6. The desire to fulfill the last wishes of their duins
family membera.

7. Self confTidence in the Tact that the care they were
providing fTor their terminally i1l relative at home was

Just as good or better than what they would recsive in

hospital.

Some of the weaknesses which wers identifiad

throughout the interviews wers:

i. Some expressed a fesling of helplessness in the Tact
that their family membsr was dying and there was
nothing they could do.

Z. Others found it very siressful when the patient
didn’t want them to go out.

S Difficulty accepting their family member was really
gying.

4. Anxiety was expressed by some caregivers in Group I
in relation to providing care at home. ®1 was tired and
I worried. You are always afraid of something happening
to them. The minute she was ups I°d be up because 1 was
always afraid of her falling and breaking a bone or
something.”

5. Several of the caregivers in Group 11 expressed

anxiety about the fTamily member duying at home. Seven of




o
L
=

the caregivers (45.74) indicated specifically that they
did not want their family member to dis at home.

&. HeEalth problems of the caregiver — in Group I eight
out of fifteen (53.3%4) reported having more than one
health problem. Some of the health problems identified
were back oroblems, nerve  problemss arthritis, and

heart problems.

<

0.2.2 Formal and  infTormal supgport  sustemss which wers

inTluential in the primary caregiver’s ability to care for

the terminally il1] familyu member at home.

sccording to  Caplan (19547, the esssntial fTactor
influencing the poccurvence of a corisis and the ability to
cope with it iz the resources available to deal with the
crisis. Lev {1785} suggestss *The helpo or hindrancs re:gived
by others — professional carsgivers as well as friends,
Tamily and community supports - may make the differencs

between acceptablse adaptation and maladastation to  the

situation {(p.723.*"

In this study Tamily support along with the support of
the Palliative Care Program were identified as besing very
important to the caregivers. Twelve of the carsgivers (B4}
in Group 1 reported receiving help from families. Sixty

percent in Group 1 reporited that family had come and stayed

with them in order to help out during the time of illness.



The fact that family were able to come and stau was one of
the main reasons the caresgivers Telt they were able to care
for the terminally ill familu member at home until death. In

Group II only two of the caregivers (13.3%2 reporited that
family were able to stau with them for periods of time while
they were caring Tov thelir family member.

Lazarus ‘(i?é&} suggests that when a person lacks
meaningtul relationships they are much moreg vuinerabls when
confronted with a possible crisis. Meaningful relationships
Qith others provide a person with nurturance and support,
resources vital Tor coping with a wide variety aof strecesors.
Clemen 2t al. (1781 agrees that during pericds of
disequilibrium: persons need supportive relationships to
allow them to verbalize Teslings and encourage them to sort

aut the realities of their situation.

Patterson & McCubbin {1983} wview coping as the
familu’s sbility to acquire and use the resources needed for
Tamily adaptation. Thess resources may be developed from
within the family boundaries or they mau be acquired outside
the family. The quality of orisis resolution in part depends
on interactions among sources of care and support within and
without the family. The health care system is one of thess

SUpPPorts.




In wvaruing degrees health care workers are directly

and indirectly involved in the Tamilu’s living with a rcancer
EXParience, thus the ftypese and quality of health care
provided bescome important wvariables that affect orisis
resolutions as well as the family's relationships within a
network that will assist them over fTime in coping with
cCancer. it the Primary caregiver is T respond
constructively to the orisis of diagnosis of terminal cancer
in a family membsr and is to develop sffective coping
maneuvers that serve tThem wsll during the course of caring
for the terminally i1l pErSon at home, effective
collaboration and cooordination among facets of their sntira
network — including the health care sSustem — must  take

place.

For many caregivers,; even thowugh they had the support
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af their familys they found there were times that they fe
they Just would not have been able to manage had 1t not been
for the support they received from the Palliative Home Care

Program.

It seemed the homs care was the support many
family members needed to rally around. Manuy felt
anxious about being therese alone. It you thought
you were on your own it would be horrendous. Just
knowing the home care was there gave you the moral
support you nesdead.

The daus there wasn®t a family member here
then Palliative Care would take the sixteen hours
and then either my husband or I would go over and
spend the nights so it worked out well.
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The amount and fype ’Df service provided by the
Pailiative Homz Care FProgram did not seem to be as important
as the fTact theuy were available to provide these services
when  they were neeseded o when the family f=l1t theu had
reached a point where they jJust couldn’t continue. The fact
that PFPalliative Homes {ares was a professionals 4 hour
service provided the support That many carsgivers nesded  to
b= able to ébntiﬂue. One of the carsgivers in Grous I
reported:

We Just couldn’t have done ity we wouldn’t have
known how to go about it if it hadn®t hesn for
Paliiative {are and knowing there was a nurse that

would come within halt an hour at any times day or
night. That really mads a big difference.

The finding=s from this study which relate to the

Palliative Care team were also reflected by Wright (1787 in

her study in which she reports on five indepth interviews

[
wy

rom the Palliative Home Cars Pilot

g

gcted
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with Tamilies se
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Project in Saskatoon. lright reported that throughout her
intervisws there were many accounts provided by the primary
caregivers of the support they obhtained from the various

members of the palliative care giving team.

These statements overwhelmingly pointed te  the
valuse of, and the necessity for these caregivers
to have such & program avallable to them in  order
to farilitate care at fiome.  Carsgivers
acknowledged the valus not onliy of the caregiving

services provided to their duing family member,
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but also the advice, support, reassurance and
sncial support they received as careaivers from
the palliative care team members {Wright, 1987,

137V-158).

another area of support provided by the palliative
cars which was reported by the caregivers as bheing most
valuable was that the nurses came so guickly at the time of
death and that they Jjust seemed to know what to éag and do-
"When he died we called the nurse and she was here almost
right away. She phoned the doctor. She stayed and made tea

Tor us. They were really super.”®

Both groups reported the support of palliative care
was important to them and had faw suggestions for
improvement. FHost felt it was a valuable service and wasre
impressed with the quality of worksr. All  caregivers were
not as supportive when referring to the services orovided bu
hospitals and physicians. There were many Trustrations

eypressed as to the quality of care provided in both thess

ATRE3S.

In Group I only two ({13.341) reported that ths
physician had net visited in the home more than oOnces
whereas in Group I1 six (4374) reported tﬁat the phusician
had not visited in the home more than once. Overalls the

carsgivers in Groub i found their phusician to be more



supportive than did those carsgivers in Group 11 {3.5.4).
Concerns about the care erovided in  hospita WIS an
important fTactor in the family deciding whether carse would

be provided at home or in hospital {(95.4.F7.

Friends and neighbors were found to be helpful in
certain situations but onliy minimal compavred to the support
received from ~family and from the Palliative Home Care
Program. Several carsgivers reported that as thsir family
member becams worse theu preferved that onlu close familuy
come to visit. At this time it sesmed the sugpport received
from friends and neighbors was minimal to the client but was
still found to be very supportive Tor the caregiver.
Religion was ancother support system which was very helpful
to some and continued to be a support after the family
member’s death and then there wsre those who felt more
support from theivr minister and the church would have been

helpful during this period of time (8.5.5).

The other community service which was mentioned as  a
support by Tive of the caregivers in Group II (33.3%) was
that of the Nightingale bHdNurses aroup. This group 1is an
independent nursing grour with a fese for service and was
utilized by five families to provide night service once

thelir tTamilu member had returned to hospital.




f.2.3 Commonalities which exist among family caregivers who

are able to care for the terminally i1l at home.

Caregivers differed as to specific needs. CONCErns,
strategies and stules which they smployed to manage the care

of & terminally ill family member at home. Nevertheless,

there were some commonalities which were identified .

anxiety ang lack of confidence were characteristics of
the carsgivers who were unable to cars Tor the terminallu
111 family member at home until death. Other commonalities

werg relatsed to ages education and health of the carsgive:
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along with availability of support from family, friends.

Palliative Home Care Programs phusicians and religion.

The findings from this study would suggesi that The
older the caregiver ths greater the probability that the
Tamily member will return to hospital prior to death. The
average age of caregivers in Group I was 54 ysars and in
group II was &3 uysars. Fourtesan out of fiftesn (3.3%F of
the caregivers in Group I1 were not working outside the

home. Seventy—three point two percent of all caresgivers were

caring fTor their spouse.

Other similarities suggested Trom the findings relate
to the level of education and the health of the caregiver.

Seventy—three point three percent of the caregivers in Group



I had an education of grade XI1 or beuond whereas 73.3% in
group II had an educaticon of less than Grade XI1. In Group I
six {(4#8% reported their health to be good, whereas only two
(13.3%4) in Group I1 reported their health as good. Eight ocut
or Tifteen (53.3%4) in Group 11 reported having more than one
health problem. In Group I three {284} reported having a
nerve problem whereas 1n Group 11 eight {(533.3%) reported
faving ) nerve problem. The majority of caregivers (88%)
reported not having any previous health care experience.

Iin relation to support systems;, the majority of
caregivers in Group I found family to be very supportive and
felt that if fTamily members had not been spo willing to  hels
out 1t would have besn impossible to cope. "Familu supports
make all the difference in the worlid.? *There is no way I
could have managed without all the family support and helpl®
There wers those caregivers in Group I1 who found Palliative
Cares to be their main support. The majority of all

caregivers found Falliative Care to bs a valuable support.

Many of the caresgivers in both groups expressed a
great deal of frusitration and anxiety related to the time of
diagnosis. Concerns causing frustration at the time of
diagnosis were related toj delay of diagnosiss delay in
admission to hospital and in receiving treatments as well as
the manner4 in which they were told about the diagnosis.

There also seemed to be a general feesling by caregivers that




following the initial shock of finding out the diagnosis,
they were able to reorganize their thoughts and look for

waygs to make the best of the time they had left to them.

The analuysis of the intervisws demonstrated the highly
individualistic yet similar issues that carsgivers were
axiperiencing when providing care. All of the clients in
aroup I articulgted a desire to remain at home whersas, ten
in Group I1I {665.74) said they preferred to remain at home
and five (33.3%) were willing to return to hospital. The

reasons why the client returned to hospital werese discussed

under decision making (5.6.2%.

There was determination on the part of all the
caregivers in Group I as well as some of the caregsivers in
Group II to be able +fto Twifill the wishes of thsir
terminally 1ll family member to remain at home. The concept
of control over decision making was very important to thossa
caregivers providing care at h©home. They felt the homs

environment provided them with this control that theuw would

not have had if their family membsr remained in hospital.

411l of the caregivers in Group I were willing to have
their family member remalin at home to die whereas seven of
the caregivers ({(46.7%4) in Group 11 expresssed concern about
their family member dying at home. Cockburn (1283) suggested

that often it is Jjust fear of the unknown that inhibits the
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family from caring for the patient in their own environment.
This may be one reason for mich of the anxiety expressed by
caregivers in general. In this study the anxiety expressed
by Group Il caregivers cesmed to centre around the fear of
the patient duing at home.

Many of tThe Caregivers in Soth roupRs reported
receiving addgticnal strength when it was needed to carry
on. All aof the caregivers in Group 1 were positive about
their ¥parience in caring for the terminallu i1l family
member at hom= and if a similar situation arose thew would

not hesitate to do 1t the same way 3g9ain.

The madority of caresgivers who cared for their
terminally 11l relative gave gesnercusly of themselves and
their love which was so needed by the duying person. Mo
matter what the phusical and mental state of the client was
foward the end of their life, the caregivers were able to

accerpt them and provided an atmosphere of caring which

(ns

alliowed these relatives fto dis with dignity. Thers were many
Ccaregivers who with ftheilir own phygsical and emoational
ilinesses were able to generate new energy to care for their
terminally i1l relative — many went nights without sleep but

nevear complained — most Telt pleased with what they were

able to accomplish.
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&.3 lmplications for Health Care Delivery

Through a better understanding of primary caregivers

and how they are able to care fTor their terminally ill
family members at home,; professional caregivers can improve
and enhance care to the familu as a whole. Each situation is

unique and not all terminally ill persons can be adequatsily

v

~

cared for in their howme environment. The nurse must
carefully assess the capabilities of the client and the
caregiver along with the support systems available in order
to determine it Palliative Home Cares is the most appropriates

form of Ccare.

Family caregivers as wall as terminally 111
individuails should be provided with opporftunities to
parTicipate in inTormed decision making about the tupe and
the amount of assistance they wish to recisve from
professional caregivers. IT coping strategies and support
systems Traditionally used by fTamilies have been effsctive
then they sheould be encouraged to continue to uwuse them
whenever possible. Palliative Care gservices should be
provided only to enbhance and support sxisting caregiving

provided by a Tamily.

The fact that so manyg terminally i1l persans wish to
remain at home is supported in the literature revisw as well

as by this study where B3.3%L of the total group would have




preferred to remain at hpme until death if at all possible.
Because of the wishes of the client to vremain at home as
wall as  the benefits gained by the client and fTamily from
the Paliiative Care Program it would ssem thers is a need to
increase such programs  across  Canada sinc only 104 of
patients dying in Canada pass  through a Palliative Care

Frogram {(Leuy, 12585;.

The fact that most individuals die in hoscitals rathsre
than at home as in previous generations, has denied familu
members the opporitunity to come face to face with death. Aas
a result of the lack of opportunity to experisnce desaths
many are untamiliar as to how to cammgnicate with the duying
patient and how to provide support for a fterminalle ill
patient and their TfTamily. This factor may help to exslain
the lack of seif confidencs ang the anxiety about  thes
patient dying at home which was eupressed by many of the
caregivers 1in Group II. The findings of this study would
suggest a need for public sducation on the process of death
and dying.

The findings of this study would also suggest  that
having more mature and better educated staff to provide
respite care especially at night may add additional support
to the role of the family caregiver. Overall, the Palliative
Care Program in Saskatoon was well received by all the

respondents.




S.4 Recommendations for further Research

i. Further research is required in the area of
providing care and support for the terminally i1l adult

family member who wishes to dis at home.

2. The resulis of this study would suggest the need for
further research related to the level of anxiety
experienced by caregivers while caring for the
terminally 111 family member at home.

Ga Determining the knowledges of the general public in

relation to the process of death and dying.

4, Further investigation in relation to the educational
needs of family members involved in the cars of the

terminally 111 patient can be conducted.

5. another area of investigation may be related to the
time o7 diagnosis — How can the stress level at that

time be reduced?

b Further investigation into the reasons for

hospitalization of the dying patient is nesded.




7. The differences bpetween ucunger families and those
of older Tamilies when caring for a terminaliy ill

family member at home should be analuzed.

g. Investigation intoc the importance of family
involvement at the time of caring for the terminallu
111l +Tamily member at home can be conducted.

.

9. A longitudinal comparison study of two groups of
caregivers, those who cared for a terminally 111 family
meamber at home until death and those where tha
terminally i1l family member returned to hospital prior
to death should be done to determine how well they were
able to adijust following the death of their family

member.

13. Differences bLHetween male and  f2male caregivers

faced with similar situations of caring for

bl

terminally i1l family member at home should be

ascsessed.

11. A study of the relation betwesn the levels of
cducation of the caregiver and patient and wheres the

patient dies might be conducted.

In conclusion it is hoped that the experisnces which
were so willingly shared by caregivers of the terminally ill
family members will provide information and assistance to
other caregivers,; families, health professionals as well as

government representatives.
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PHILOSOPHY; OQOBJECTIVED AND
ADMIGEION CRITERIA FOR THE

PALLIATIVE HOME CARE PROGRAM



HOME CARE

HOME CARE — SASKATOON Suite 500. 350-3rd AvenueS;lorth ;
ISTRI . 4 . Saskatoon. Saskatchewan S7K 6G
PISTRICT No. 45 INC Telephone (306) 934-2112

PALLIATIVE CARE PROJECT

PHILOSOPHY

The Palliative Care project is a home-based program which assists
people with terminal illness to be cared for by their families.'
The Palliative Care Tezm believes that families have primary
responsibility for the decisions about and care of themselves and
their members. In order to enhance the well-being of the
terminally ill individual and the integrity of the family, it may
be their preference to have the care given at home: 2
coordinated intense level of support from health and social
service agencies may provide the family with the help required by
members to effectively care for the ill member. Where the
combined resources of the individual, the family, the community,
and the palliative car program cannot sustain that person at
home, the suitable care in an appropriate facility is indicated.

OBJECTIVES OF THE PROGRAM

1. To ensure that the dving family member is as physically,
psychologically and socially comfortable as possible through:

a) initial and ongoing assessment oI needs;

b) comprehensive symptom control;

c) ensuring that adequate ongoing information is provided;
d) consultation with the person regarding care;

e) prOVlSlon of support by the palliative car team, bOuh ongoing

and in tlmes of acute need

2. To maintain and improve the physical, psvchological and
social well-being of family members through:

a) ongoing assessment of family and individual needs;
b) ensuring that the family's informaticnal needs are met;

c) consultation regarding the amount and types of care provided

bv family sources and the lnterdvsc1pllnary team;
d} active involvement of the family in giving care to their
dving member. '

3. To inform and educate health workers and the general public
about palliative care.

May, 1984
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HOME CARE - SASKATOON DISTRICT #45 INC.
PALLIATIVE CARE PILOT PROJECT

Admission Criteria

1. Referrals may be initiated by anyone from the community or
from health institutions.

2. The physician's referral shall establish that:

a) he/she consents to the referral of this person to the
- Palliative Care Project and either assumes responsibility
for continuing involvement and symptom control or
designates an alternate physician to do so;

b) the person has been diagnosed as having a terminal illness
with life expectancy estimated to be between a week and
six months;

c) active treatment to prolong life is no longer the gaol, and
the appropriate care is palliative;

d) the person and family are aware, or being made aware, of
the diagnosis and prognosis.

" 3. The Palliative Home Care Coordinator shall ensure that:

a) the person is eligible for Home Care services under
existing program criteria:
- he/she must reside in the area served by Home Care - District
- he/she has a valid Sask. Health Services card.

b) the person and his or her family are willing to provide an-
average of eight hours per day of care through personal
involvement or through the private employment of
caregivers;

c) all persons affected by the project understand that the
adequacy of the provided services will be evaluated;

d) the cost of services to the family will be between $30 -
$250/month.

4. All referrals shall be approved by an Admission Committee based
on the stated criteria and the resources available.

I+ is understood that access to the additional care services will be
limited throughout the term of the Palliative Care Pilot Project.

April, 1985
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Iinterview GQuide

i understand uou were able to care for {(patient®s
name) until he/she died at home. In an attempt fto bettesr
understand the role of the primary caregivers [ would liks
+o know more about how you were able to manage to care Tor
{patient’s name? while he/she was at home.

i. Pipases tell me about (patient’s name} and others in gour
family? {(Prohes; ages, sducation, occupation, and whers they

livel.
Za Flease te2il me morse about yoursel
gducation, occupation, smpioyment b
throughout the 1llness. raelation to
health, religion. cultural background
family income)l.

3. Please t=11 me about {patient’s name!l iliness
the time of diagnosisy, how he/she felts how uvou f
of time between diagnosis and deathl.

o
-
5
i)
i

4, I wout 1 d like +o know more about how gou were able
provide care for {(patient’s name). (Probes: lengih of time
carsd for at homss Hospital admissions during this time and
whyl.

S. What helo was provided by others during the T ime
{patient’s name}’ was at  homs {Probess formal & informal
support systems e.g. health carse osrofessionals, reiatives,

frisnds & neighbors, community agencies).

5. t would be ————— months since {(patisni’:
AWaY. = you iook backs how do uow f=el about
was provided for {(him/her?.

7 Have wpu noticed a
{phusically or =smotionally
syperience?

ny changes in  gour own h2aliih
¥, either durins or atrer %

3. Had you ever bsen Taced with similar situation in gour
£

i a
ijife? If YES — How were uvou able to manage at that time?

2, Ploase tel1l me more about the Jdoys and sitrs

vonerienced during this tims? {(Probess; phu=sic
emotionally; otheor stressful events experiensed during
time).

i@, How wevre you able to deal with (the sepecific problems
and stresses nutlined in #95. '

ii. If you were faced with a similar situation in gour iif=
— what changes would you make?



iZ. What suggestions {recommendations! could gou make
other pyrimary caregivers who are facing ) simi
situation?

(S 1]
o
"4

._.
o
"3

13. Are there suggestions you would like to make Tor others
(including health care professionals. familu and frisnds?
who assisted you in caring for {pati=nt’s name} at homs?

i4, Other commants:
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HOME CARE — SASKATOON Suite 500, 350-3rd Avenue North
DISTRICT No. 45 INC. Saskatoon, Saskatchewan S7K 8G7
Telephone (306) 934-2112

1987

Dear

The Palliative Hame Care Program has given its approval for a research
project to be undertaken by Gail Remus, an Assistant Professor at the
College of Nursing, University of Saskatchewan.

The purpose of this study is to gain a better understanding of how

people care for the terminally ill at hcme. Enclosed is a letter from
Gail Remus, which will introduce you to her and the study.

Your participation in the study is entirely voluntary. If you do not
wish to be included in the study or have questions you would like to
ask, please call Addie Loomis, Co-ordinator of the Palliative Hare
Care Program at 934-2112, or Gail Remus at 966-6253.

Thank you for taking the time to consider this request.

Sincerely,

R.P. (Phil) Gaudet
Executive Director

RPG:Ixmp



Fann gt

Dear Carsgiver:

My name is Gail Remus and I am presently teaching at
the College of PNursing, University of Saskatchewan as well
as completing my graduate work from the Schonl of Nursing at
the University of Manitoba.

1 am writing to request your participation in a

study related to caring for the terminallyg i1l parson at
home. ey interest in caring for people at home goss Dace
ceveral years as I have worked as a Community Health Nurse
and as a Manager and Coordinator in a Home Cars Program in
Sackatchewan. It is my hope that this study will be of helo
in planning services for those people who wish to care for a

terminaliy 111 family member at home.

Your participation will involive one intervisw, which
will bhe conducted by myself. and may take place in youy own
home2 at your Convenienca. The interviewy will take
approximately one hour. The information gou provide will e
kept confidential.

Your participation in the study is strictliy

voluntary. I will be contacting you by telsphone afier

{data} 0 answer any guestions you may have. IT

you do not wish to be contacted or if you have any questicns
prior to my phone call pipase contact Addie Loomiss

Coordinator of the Palliative Home Care Program at QR4-F1 15
by {date} . I¥f you woulid like to direct 4ou

5

31
4

calls to me please feel free to do so. My office number
the College of Nursing is 9646—462533 and my home number i
375—-115%. You may decide at any time to withdraw from th
study and your wishes will be respected. :

mom

Thank wou for considering my request. I A iooking
forward to the opporiunity of talking with gou.

Yours sincevrelys

Gail Remus R.hN.3 D5,
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Consent Form

I s agree to participate 17
study entitled, "Duing At Home: The experience of Famil
Caregivers®. This study is an attempt to better understan
the primary caregiver who is able to praovide care for
dying family member at home.

po
|

T I\

The results of the study will be helpful to nsalth
care professiconals in planning care for the terminally ill
patient at home. The study is peing conducted by Gail Remus

who is teaching at the College of MNursing at the Universitu

P

of Saskatchewan as well as being a araduate student in the
School of Nursing at the University of Manitoba.

My participation is voluntary and I realize that I
may withdraw from the study at any time by simpluy telliling

the interviewer. If during the interview I tfesl i 40 not
wish ro continus, the interviswer will raspect mu wishes and
the interview will cease. My participation or
non—participation in this study will not affect the cars 1
may need in the future.

I understand that the interview will he
tape—recorded, that all tapes will be cnded to ensure
confidentiality and that the tapes will be srased after the
study is completed. The information i provide will be
reported in such a manner that no individual will be
identified. The interview will take approximately ones bet

4

Upon completion of the study, 1 understand tThat I
may request a summary of the results of the research from
the researcher if i so desire. The researcher can  be
contacted at

1 have read and understand this consent form. A cop
of thi=s form has been received by me fTor my own use.

[
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#-FS A% o
Retired onlu a few daus before wife's
death. )

-8 #-83
Religron,was veEry important—churci,
minister and TfTriends were verd
suppcritive.

#—-CP #—E£85 =—-DM

; th—ner attitude made it
T r

Hcocepting oFf d=E=tT
=0 much -easice tao curs
1-85 -

at ncme.

-~

Doctor visitsd at hom=.

E—-aH

Jous—cblez tc take her Tor crives in the
fTail.

s—-51 . .

—the Tamilw werese all press=nt Tor Two
cags pricr to death .

£-AS =—FS .- )
QOther stress==s—-=on has a learning
diszabilizu. o '

—=an—in-iaw has bezn ciasngs=d with a
prain tumor.

-POST . .
-Since c=sth—difficult to want to cdo
thingas. :

s-CC . o .
—several acmissicns due to epigastric
pain. N

#=-R1I i

- Ressonsz to the intervisw—"I was really
amprehencsive about vou coming and
Faving toc talk about this but now I am
glad wou came.™ . et

£-CP #-DM L

Che mentioned a iong tim= agao—"Ehe
caid;’When I get to where I .can’t get
arcund I would like toc stay at home.’

That wez no resl problem now at &ll
because she didn’t ne=c really special
‘care becaucs cshe didn’t get very sick

on me—-iI mean &s tar as pain is . ...
concerned.® : . S '
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