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Abstract

A qualitative research study was conducted to identi@family caregivers' needs within the

context of caring for a family member in the terminai stage of cancer and the caregiving
responsibilities family caregivers' perceived as causing stress or burden, then to explore
potential gaps in assistance and support for family caregivers. Ten primary family
caregivers in a northern Manitoba comrnunity participated in the study. Data was collecteci
using an in-depth semi-stmctured intewiew with each caregiver. Two main categones of
caregiver need were identified: the need for support and the need for information.
Emotional support, including cornfort, compassion, and acknowledgement of the toii of

caregiving, was highlighted. Monnation on treatments, side effects, symptoms and the
progression of the iliness was essential to the provision of care. Caregiver stress or burden
increased when these needs were not met. Caregivers' satisfaction with the health care
system as a whole was based on their interactions with, and the performance of individuai
nurses, physicians and social workers. The results from this study suggea that the health

care system must be more responsive to caregiver needs, especially in the areas of
emotional support and information sharing if family members are expected to participate in
the caring experience. The development of a health care position dedicated to providing
emotional support and information to family caregivers, in which social work
interventions would play a key role, is recommended.
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Chapter 1

Introduction

When a person is diagnoseci with cancer, the entire farnily is affected. Normal
routines and roles are alter4 as the family members move to accommodate the symptoms
of illness, the emotional turrnoii, and the uncertainty of the fiiture. The farnily system is
altered and each member is affected by the diagnosis, and subsequently. by the
development of the disease and treatment process. If the disease progresses to the
terminal stage, the very structure of the farnily is threatened and a state of crisis occurs. At
the terminal stage of cancer it is determined that the disease will progress until death
OCCLUS.

It is during this stage that treatments cease and care is focused on palliation, or

cornfort measures.
Palliative care is the provision of care to provide comfort and support to a person
who is dying and hidher family. The care can be provided in a hospital, a hospice or in the

person's home. The health care system provides professional nurses and social workers,
paraprofessionals, care attendants and trained volunteers to assist in the care of the dying

person.
Wherever the care is provided and whomever provides the care, the family
mernbers play an important role. Ultimately, it is the farnily members - the spouse, the
daughter, the son, the daughter-in-law - who are the most important resource for their
loved one. The person who is dying may greatly rely on their family members for

emotional and physical support.

Pumse
This qualitative research study is designed to examine the needs of f ~ l memben
y
providing care to another fjunily member in the terminal stage of cancer. 1 work in the
health care field in Thompson, a northem comrnunity and region in the province of
Manitoba. My experience in the hedth Gare field suggests that there is a desire by family

members and an expectation on the part of health care providers that family members
participate in the care of their loved one. 1 can also confirm through my experience in the

area of palliative care, that family members provide the majority of care when a loved one
is dying at home and only seek assistance fiom health care services when they become
ovenvhelmed with the required tasks and the emotional tumoil of their role. However, the
ability of the fonnal health care systern to address the needs of family caregivers and
support them in their caregiving role may not be adequate.
Health care providers in the Thompson r e g i o ~including home care coordinators
and hospital-based nurses, have expressed concems to me that the needs of the family
caregivers are not being met in the context of tenninal illness. However, no one has
defined those specific needs. Efforts to address caregiver needs have been based on casual
observations and speculations made by health care providers as to what family members'
care needs might be. Aithough health care providers have some insight into these needs,
especidly where they are able to identie gaps in the services available, the F d y
caregivers' perceptions of need ha5 not been researched. Since it is the "perceived" needs

of the family members that are most relevant, it is important to gather information diectly
fkom the family members who have participated in caring for a family member in the

terminai stage of cancer.
There is a desire by the health care system to respond to the needs of the f a d y

caregivers and provide the assistance they require to reduce the burden engendered in
providing Gare to a loved one. What is less clear is what the assistance and support should
consist of; and how efféctive it is or rnight be in reducing the stress of the caregiving
experience. Do the expectations placed on family members go beyond their ability,
physically and emotionally, to provide the care required? Where do family members obtain
their support? What are their care needs? If interventions to support the family caregiving
role are to be effeaive, family care needs must be addressed.
The main objectives of this research study are:
1. to identifjr family caregiver needs within the context of caring for a family

member in the terminal stage of cancer,
2. to identiQ caregiving responsibilities which family caregivers perceive as

causing stress or burden,
3. to explore potential gaps in assistance and support for family caregivers.

The achievement of these objectives will provide a research-based foundation for
practise within the health care system. Specifically, to enhance the ability of the health care

system to be responsive to the needs offamilies providing care to a family member in the
terminal stage of cancer.
This research study was designed to examine family caregiver needs to detennine if

the m e n t palliative care seMces provided through the home care program and other
components of the health care system are meeting family caregiver needs. Based on

practice experience, 1 believe that it is not the actual persona1 care and nursing care tasks
provided to assist the fàmily that are the most important factors in the reduction of stress

for the caregivers. It is my hypothesis that the most important factor is the ability of the
health care system to provide emotional support to the family caregiver. This emotionai
support might be defined by family caregivers as an acknowledgement of how vital their
role is to the care being provided and how tremendously difficult this role must be given
that the* loved one is dying. The health care systern might define this support as the

abiiity to ''partnef with the family rnembers in the provision of care. That is, the family
members who are the caregivers are an integral part of the plan of care and this plan must
include support for them.
Familv Careeiving
The roie of the family in caregiving is not a new one. Historicdly, there were few

heaith care facilities and seMces available. Families cared for their il1 family members at
home, occasionally with the help of the family physician.

In the early 1900s. there was a shift in the focus of health and medical services
from the care of the sick to the treatment of disease (Capra, 1983, p. 159). Formal
institution-based health w e was disease-focused and subsequently, patient-focused. There
was no expectation that the f d y members would have a role in the care, or even require
explanation regarding the treatments or care of their family member. Farnily members
were pushed aside in favour of the expert care of health professionals.

In recent years, the importance of the family has again been recognized in some
secton of forrnalized health services. Hospices and hospitals-without-wdls, and in-home
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services have been developed to ensure the family is supported so the person who is dying

be maintained through theù family's participation in their care. " Palliative care
developed, in part, as a response to the inadequacies of the acute c a d biomedical mode1
when applied to the care of patients with a terminal illness" (Dudgeon & Knstjanson.
1995, p.338).

The hospice rnovement has been instrumental in adopting a holistic approach to
palliative care, encompassing both the person who is dying and hidher family's physical
psychological, emotional and spiritual needs (Rando, 1984). Family mernben are
encouraged to have an active role in the care of the person who is dying. They also
receive support and attention fiom the staff who recognize that farnilies experience
significant stress when a loved one has a terminal illness. "The hospice cornmunity
embraces and supports patient, family, and close fkiends, not only during the final days and
weeks of the patient's life, but long d e r death, offering cornfort and consolation to the
bereaved" (Stoddard, 1991, p. 192).

The emphasis today is on care at home, with the family members playing an
integral role in the care. This emphasis has corne about not only in response to the
recognition of the importance of the family as a natural support to the dying person, but

also because of increased demands on the hedth care system. "This time the emphasis
arises fiom the press of an aging population and diminishing health care dollars and is

supported by a belief that now as in earlier times, elders receive the best care at home''

(Keating, Ken; Warren, Grace, & Westenberger, 1994, p.269). If the elderly receive the

best care at home, the sarne should hold true for younger adults and children who rquire
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health care services. The provincial govermnent, in a document called "Quality Nealth for
Manitobans: the Action Plan," maintained that:
if, by providing home care services, we can reduce the length of time a person has

to stay in an acute uire hospital by a single day, we save enough to pay for severai
weeks of home care. The potentiai retums fiom investments in lower cost and
community-onented seMces are huge and expenence elsewhere suggests that
these s e ~ c e also
s contnbute to improved health outcornes. (Manitoba Health,
1992, p. 15)

The provincial government, through the provision of home care services promotes
cornmunity-based care versus institutional-based care. The expansion of comrnunity
programs is recognized as a means of responding to consumers' needs. There does not,
however, appear to be a strategy in place to determine these needs. Nor is there a
structured evaiuation of curent seMces such as those available through home care, that
addresses the effkctiveness of the supports that are provided.
The Manitoba Home Care Program includes farnily members in the assessrnent and
development of a plan of care. One of the objectives of this program is to support f'hdy
rnembers as well as the dying person tbrough the provision of services. These services
may include assistance with the nursing and physical care of the person who is dying,

assistance with meal preparation and household maintenance, and supervision where a
person cannot be left alone.
Emotional support is incorporated into the care provided, but referrals must be

made to other resources such as the cornmunity mental health program when extensive

counseiiing is required. There are social worker case coordinators within the Manitoba
Home Care Program, but their primary function is to coordinate the delivery of services
rather than provide direct counselling. The limitation of the social worker role has been a
point of hstration for program staff. It is recognized that there is no direct service
worker position designated to the provision of psychological and emotional support
equivalent to the direct s e ~ c staffwho
e
provide nursing care and persona1 care fùnctions
in the person's home. What appears to be lacking is specific program direction to address
the psychological and emotional needs of the dying person and their families beyond the
referrds to other resources.
The health care system has not taken into consideration ongoing changes in f a d y
dynamics. In the past, it could be expected that the children, especidly daughters, would
üve with, or nearby their parents, readily available to take on the caregiving role. Women
have since moved away fiorn their parents, initially following their husband's careers.
Now, more women are working outside the home and moving across the country
following their own careers. "Changing family structure and demographic evolution, e.g.
increased longevity, smaller families, more divorces and separations, more women in the

labour market, and geographic mobility" (National Advisory Council on Aging, 1990, p.6)
have resulted in a less available natural wegiving group.
Who are the famiiy caregivers providing care to a family member who is dyhg ?

nie primary caregiver is generaiiy someone from within the person's immediate f d y . If
there is a spouse, this person is usually the primary source of support for the person who

is dying. Adult children typically take on the caregiving responsibility where there is no

spouse or that person is unable to provide the care and the "daughters are more hkely
than sons to be the prirnary caregïver" (Crawford, Bond & Balshaw, 1994, p.455). In
spite of the changes in family dynarnics, researchers are finding that women continue to
provide the majonty of care. Walker (1986) claims that "family care is a euphemism for
care by female kin,[and that] there are powerfùl normative, ideological and marital
pressures on women, especially daughters, to care" (p.3 1) for farnily members.
More recent studies show that men's caregiving roles are increasing (Merdinger,
1995). I have aiso worked with severai men, both spouses and sons, who have been the

primary caregiver of a f d l y member dying of cancer. It has been suggested that men
respond to their caregiving role differently than women, with less physical and emotional
hvolvement (Merdinger, 1995). These findings also suggest that the analysis of
caregiving needs may have to refiect gender differences.

Reflections from the Field
1 have worked in the Home Care Program in Thompson for the past ten years.

During that tirne 1 have assisted a number of families who were providing Gare to a loved
one in the terminal stage of cancer. A "successfùl" death for the loved one was a death
with minimal or no pain, and with family members having had the opportunity to work

through an anticipatory grief process dong with the family member who was ill.
My role with these fimilies was that of coordinator of care services. This involved
not only arranging for the provision of care - assistance with personal care, supervision,
household tasks, meals, nursing care - but also comecting with other agencies or groups
who couid offer support to the fami1y on an informa1 basis. There were also many
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oppominities for me to advocate for better care in a hospital setting where the family was
feeling that no one would liaen to them or answer any of their questions. 1 was ofien put
in the position of sharing information with the family that may have best corne from the
physiàan. As a social worker, I was able to provide supportive counselling and encourage
families to finish unfinished business.
Have we been meeting family caregiver needs ? As a health care provider, 1would

k e to think so, but sometimes 1 wonder if health care services are provided in the most
effectivemanner. 1 would be remiss if 1 did not acknowledge that there are gaps in the
services and supports available. 1 think there has been tremendous improvement in the last
ten years but there are still areas where there could be improvement. Specifically, there
needs to be a stronger coordinated effort between both formal and informal service
providers. Equally as importantly, we need to identify fvniiy caregiver needs and focus
the seMces we can provide in addressing those needs.

Summarv
Family members play an important role in the care of a loved one in the terminal
stage of cancer, especially with the emphasis on care at home. Responsibilities of the

caregiving role can create stress or burden for family rnembers. While there is a desire by
the health care system to respond to family caregiver needs, there is some question

whether current palliative care services provided though home care programs and other
health care agencies are meeting caregiver needs. Health care providers in northem
Manitoba have expressed concem that farnily members' needs are not being met
effectively. The needs of f d l y members in relation to assistance and support with the
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caregiving role have not been clearly identified. It is important to gain an understanding of

these caregiver needs directiy from the family members who have been in the caregiving
role.
The purpose of this research study is to examine the needs of family members

providing care to a loved one in the terminal stage of cancer, and to determine which
responsibilities family caregivers perceive as causing stress or burden. A fûrther objective

of this study is to explore potential gaps in assistance and support of farnily caregivers and
make recornmendations for ways the health care system can be responsive to the needs
identified by family caregivers.
The following chapter reviews literature on farnily caregiver needs and caregiver

stress or burden. In addition, the family systems approach to loss is presented to assis the
reader in understanding the potential impact of terminal illness on the entire farnily unit.

Cbapter 2
Literature Review

In order to examine the needs of family caregivers, it is important to consider the
dynamics of the interactions between family caregivers and health care professionals

within the care environrnent. It is within this environrnent that life-and-death decisions are
made. There is an imbalance in the power over and control of the care environment
between health care professionals and family members. Healt h care p rofessionals have

d c i e n t knowledge and experience with life threatening illnesses to know the
consequences of actions or inactions. Farnily members are emotionally vulnerable entering
these situations and rely on the health care professionals to guide them through. They need
to tmst that they will be given consideration for their role in the care of their loved one
and they need adequate information to participate in the decision-making process.
Communication and Information Needs of Familv Carwivers

Several studies have examined the interactions between family members of
senously ill or dying persons and health care professionals. Problems with communication
between the famiiy and health care professionals have been clearly documented (Degner &
Beaton, 1987; Kristjanson, 1989; Northouse & Northouse, 1987; Stedeford, 198 1; Wright
& Dyck, 1984). According to Stedeford (198 l), poor communication, second oniy to

unreliwed pain, causes the most suffenng in cancer patients and their families. One of the

main problems is obtaining adequate information nom heaith care professionals. DifndQ
contacthg the physician, constantly having to seek information fiom aaffwho are

damiliar with the person because of shift rotations, and being refbsed information, are

cited examples of this problem (Bond, 1982; Kristjanson, 1986; Wright Br Dyck, 1984).

Early work by Hampe (1975) studied how the spouses of termindly il1 persons
perceiveci their own needs and whether these were met. Over half of their needs were not
met. The need to have their role in the care of their family member recognized, and to be
informeci of the impending death was highlighted as a particular area of concem. Grobe,
Ilsmip and Ahmann (1981) focused on the learning needs of the farnily members. They
identified farnily rnembers were dissatisfied with the lack of clear information and
instruction specific to the skills they needed to fulfil the caregiving role as a key area of

In research completed by Kristjanson in an urban Manitoba hospital setting,
"families did ... identiQ the importance of being listened to by health professionds, being
included in discussions about the patient's care, and, being given clear information about
the patient's condition" ( 1986,p. 14), when identifjing their needs. Family members also
felt it was very important to receive instructions about the various tasks they were
expected to perfom while providing the care at home.

When family members do not receive adequate information, they feel devalued as
participants in the care environment. Their reaction is heightened by the emotional turrnoil
they are experiencing.

Farnily members are umecessarily anxious when pertinent information regarding a
loved one's disease, prognosis, and treatment is not conveyed to thern. Without
adequate and accurate information on which to base their interpretation of
situations, family members may easily misunderstand the actions of hedth
professionals. This in tum provokes distrust and suspicion. (Degner & Beaton,
1987, p.97)
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If f h l y caregivers distrust hedth Gare professionals, they may feeI they have lost
control and begin to fed alone in the experience. Family members will not feel they are

equal "partners" in the provision of care of their loved one and they will doubt the efforts
of health care professionals to provide the support they may need to relieve the burden of
the caring experience.

Individual professionals, working from a family systems perspective, have made
attempts to draw the dying person's natural support system into the realm of care. Overal,
however, the forma1 heakh care system may not be as responsive to the needs of family
members as it could be. It is slow to acknowledge the significance of the role of family
members in the care of a person in the terminal stage of illness. Therefore, family members

are still not consistently included in the decision-making process @egner & Beaton,
1987) nor do they receive the information they require, or have requested (Kristjanson &

Ashcrofl, 1994), to assist in the care of the person who is dying. Further, it is not
consistently recognized that family members also rnay need to be the recipients of care.

C a r m e r Stress or Burden
Gstjanson (1 993) developed the FAMCARE Scale to measure family satisfaction

with terminal care. She took the position that families are the participants, recipients and
obsexvers of care. As such, they are in a position to evaluate the care received by the dyhg
person and by family members. She noted that "one source of stress for families is their

degree of satisfaction with the care received by the [person] and themselves" (Knstjanson,
1989, p.21).

There is a whole body of research that examines stress or 'burden' on f a d y

14

members as a result of their caregiving role (Kosberg & Cairl, 1986; Obersî, Thomas,
Gass, 8t Ward, 1989; Zarit, Reever, & Bach-Peterson, 1980). The majority of earlier

shidies examine the family caregiver in relation to an elderly person with a chronic illness,
most often with a cognitive impairment. For example, Zarit et al (1980) studied the

factors contributing to feelings of burden by caregivers of elderly with senile dementia.
They found the burden to be significantly reduced when there were social supports, such

as conîinued contact by other family mernbers and fnends, in place. Areas of burden
included lack of t h e for oneself. the excessive dependency of the penon with dementia on
the caregiver and the caregiver's fean about further deterioration in the person's condition
(Zarit et al, 1980). The Burden Inventory Sc& was developed as a result of this study. I
believe that a number of these factors are equaliy relevant to, but do not encompass, the
burden expenenced where the care is provided to a person with a teminal illness. When
caring for a loved one with a terminal illness, the caregiver also begins to grieve the

impending loss of that person, while at the same tirne assurning responsibility for providing
emotional support to other family members.

More recently, a number of studies have attempted to measure caregiver stress in
relation to various stages of cancer fiom the diagnosis to the terminal stage. The
Appraisai of Caregiving Scale and Caregiver Load Scale were developed by Oberst,

Thomas,Gass, and Ward (1989) to assess family caregiving demands or load, and to
examine caregivers' appraisals of the illnessfcaregiving experience. The Appraisal of
Caregiving Scde is used to measure five broadly defined areas reflecting "potential stress

responses associated with caregiving: caregiving tasks, relationships and interpersonal
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support, Mestyle, emotional and physical health, and overall personal impact" (Oberst, et

d.,1989, p.2 11). The Caregiver Load Scaie measures the amount of time and energy
a d l y expended by f d y members on caregiving tasks. The most significant result of

this shidy was a positive correlation between the perceived caregiver load, and both
harm/loss (where 'damage' has already occurred to the person's welibeing) and threat
( w k e there is the potential for h m ) appraisals of stress. The greater the perceived
demands on the caregiver, the greater the sense of stress, and therefore, burden (Oberst et
al., 1989).

Oberst et aL(1989) also reported that caregivers "indicate that family caregiving
has some positive aspects and ofken cm be perceived as at least partially beneficial for the
caregivef' (p.2 14). Similady, a study by Cohen, Gold, Shulman, and Zucchero (1994)
reported that the positive aspects of caregiving related to the relationship between the
caregiver and the care receiver. Where there was a positive relationship and the reason for

caregiving was identified as a sense of duty and love, there was less stress and burden
reported. Further, O'Connor (1993) suggests that if the act of caregiving meets the
psychological needs of the caregiver, the perceived burden may also be les. Further
research is required that focuses on the positive aspects of caregiving. Perhaps, if the
caregiver does not feel she4he has adequate social support or assistance with the actual
tasks, shehe may perceive the experience as stressful or a burden, which would compete

with the positive aspects of caregiving.

Bass and Bowman (1990) studied the transition fiom caregiving to bereavement.
They developed measures of caregiving and bereavement with parailel indicators to assess

three dimensions: the appraised diffinilty of the situation, negative individuai
wnsequences. and negative family outcomes. The appraised difficulty of caregiving is
represented by a three-item index asking respondents whether caregiving is the most
difficult problem they ever faced, a problem not understood by others, and a problem that
is overwhelming. The measure of the negative consequences of caregiving also uses three
items which question whether the megiver has difficulty with too many demands, gmhg
enough rest, and whether hidher health has deteriorated because of caregiving. The last
dimension assesses reports of tension among farnily members and difficulty getting the

farnily to cooperate in caregiving. The negative outcomes of bereavement are meanired
using comparable questions. The results of this study show that greater caregiving strain

d
lpredict greater bereavement strain.
In their study, Bass and Bowman (1990) argue that their measures focus on

perceptions rather than actual activities or behaviours. They also focus on terminal a e s s

as a specific stressful life event, with the difficulties and consequences attributed
specifically to caregiving and bereavement rather than to overall feelings of distress. They
argue that this is in contrast to other studies which use more global measures of stress.
"The percephial and event-specific measures used for this study were selected because it is

assumed that neither caregiving nor bereavement is inherently stressful, but rather the level
of stress depends on the individual's subjective definitions" (Bass & Bowman, 1990. p.38).

They further suggest that an individual's traits and resources help to define and cope with
the stress. 1 believe one of the most accurate indicators of caregiver stress is the subjective
opinion or perception of stress or burden by the caregiver. Regardless of the predicted

outcornes of any interventions provided to reduce the stress or burden, if the caregiver
perceives a significant amount of burden, then that burden is reaI for them.
Recommendations from Bass and Bowman's research suppori early or pre-death
interventions designed to relieve or reduce caregiver burden by addressing farnily care
ne& and offering an opportunity for the person who is dying and hislher family members
to finish unfinished business and resolve issues within the family. This will, in tum, reduce

the strain of bereavement once the person has died. They fùrther recommend that support
seMces for the caregivers do not end at the death but rernain in place until the s u ~ v o r s
have adjusted to bereavement.
Familv Svstems A ~ ~ r o a ctohLoss

Family rnembers who experience the crisis of terminal illness face considerable
emotional turmoil during the caring process. They are faced with the task of providiig
physical care and emotional support at a time when they are also grieving their own future
losses. Anticipatory griec the process of acknowîedging and accepting impending death,
begins when a loved one is diagnosed with a terminal illness and continues until the death
of that person. Rando (1986) describes the expenence of the family members:

The lack of noms and clearly specified expectations and responsibilities, dong
with the depletion that results from the stress of demands for major
readaptations and investments of self, time, and finances, dl contribute to the
psychological conflicts, emotional exhaustion, physical debilitation, social isolation,
and family discord so routinely reported by those whose loved one is dying. b.99)
Anticipatory grief is best understood fiom a family systems perspective. Death of a

family member threatens the very existence of a farnily unit. It presents the most difficult

and most p&l

adaptational challenge a f ~ l will
y have to face. The oppominity to
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begin work on the mourning process prior to the death of the f;unily member cm reduce
the stress afler the death and facilitate the adaptation of the family unit to the loss. The

dying person has the opportunity to participate in planning for the future with the f d y .
This fiditates the f d y ' s ability to reorganize without the guilt of moving on without the

family member who dies. The dying person benefits fiom this opportunity by maintainhg a
sense of control and membership in the family until death. It also reduces the fear that the

family will disintegrate after the person's death. The family syaems perspective views loss

as a transactional process that changes the interactive patterns of the family and challenges
the family's belief system (Rolland, 1990).
Anticipatory grief was originally descnbed in a psychosocial context, with the
focus on the individual in the terminal stage of a disease and their reactions to the
impending death. The work of Kubler-Ross (1969) and the five stages - denid, anger,
bargaining, depression and acceptance - when coping with imminent death is one example.
This viewpoint does not address the "disniptive impact of death or threatened loss on a
farniys fiinctiond equilibrium" (McGoldrick & Walsh, 1991, p. 4) which c m be best
understood within a systerns perspective on loss.
According to McGoldrick and Walsh (1988), few system theorists have addressed
the issue of loss. One of the most notable contributors is Murray Bowen whose work
centers around the role of death in the f d l y . He maintains that the level of emotional
integration in the family and the functional importance of the member to be lost are key

factors in the family's ability to adapt to the loss (Bowen,1991).
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McGoldrick and Walsh (1991) take this idea fbrther. They propose that loss is a
transactional process that occurs over time and that it is important to consider reciprocal
a u e n c e s over generations. "The meaning of a particular death, and individual responses
to it are shaped by the family's belief system, which in tum is modified by al1 loss

experiences" (McGoldrick & Walsh, 1991, p. 7). They suggest that loss is not only a
content issue but aiso a process issue. "Loss modifies family structure, generally requinng
reorganization of the entire family system" (McGoldnck & Walsh, 1991, p.7).
Carter and McGoldrick (1980) developed a Family Life Cycle model which
McGoldrick and Walsh use as a h e w o r k for assessing family members' adaptation to
loss in the past and present. Carter and McGoldrick (1980) postdate that al1 families go
through predictable stages of family life, each stage precipitated by a particular life event.
The life event presents itself as a crisis which requires the family to reorganke to be able

to move on in its development. This model outlines the stages of family development,
identi£jmg the emotional process of transition and the tasks required to progress to the
next stage. There are six stages: 1) Unattached Young Adults; 2) Young Couples; 3)

Families with Young Children; 4) Families with Adolescents; 5) Launching Children and
Moving On; and 6) Families in Later Lie.Transitions between stages are the most
stressful times for a family unit. Loss or threatened loss challenges the very capacity of the

family to adapt to change, especially when the loss compounds the stressors during
transitions.
Loss resulting fiom a death is the most difficult event a family has to deal with.

Norrnai stresses anticipated during transitions between stages are heightened by the threat

of the family unit changing or disintegrating to an unknown form because of the
impending death of a family member. McGoldrick and Walsh (1991) use the Family Life
Cycle mode1 to assess how a family adapts to loss over time and over generations. "From
a family systems perspective, loss c m be viewed as a transactional process involMng the
deceased and the suMvors in a shared life cycle that acknowledges both the finality of

d a t h and the continuity of Me" (McGoldnck & Walsh, 1991, p. 1). This process is wen
more evident when there is an opportunity to anticipate the loss, and work through role
reorganization and famiiy structure changes with the family rnember who is dying.
McGoldrick and Walsh (1991) identiQ two major farnily tasks of mouming which
they suggest promote immediate and long-terni adaptation for farnily members, and
strengthen the family unit as a whole. The first task is the shared acknowledgement of the
reality of death and shared experience of loss. If the family is able to comrnunicate their
acknowledgement of the anticipated loss in a clear and open manner, this will facilitate
adaptation to the loss. Without open, clear communication in an environment of trust and
respect, stress will remain high and adaptation will be more difficult.
The second major family task of mouming is the reorganization of the farniiy
system and reïnvestment in other relationships and life pursuits. When a fàmily member

has a terminal illness, they become increasingly unable to fblfil their d e s and
responsibilities within the f d y unit. Patterns of interaction change and the family

equilibrium is disrupted. The f d l y mua begin to reorganize roles and redistribute tasks
to meet the instrumental needs of the family. It is believed that appropriate reorganization
and task distribution prior to the death of the terminally il1 person will allow for better

adaptation after the person's death.
The resumption of adaptive functioning, following a death, is facilitated in a family
where vital roles and functions have been apportioned among members in a just
and equitable manner for optimal cornfort and satisfaction in their performance.
This type of apportionment occurs when roles are assumed according to individual
need, ability, and potential. In such a case, role assumption is usually explicit and
weil understood by al1 family members. When a member of this type of f a d y dies,
the critical period of reorganization is not likely to be experienced as a cxisis
because the family already had a built-in process which allows it to reallocate the
role fùnctions of the decedent with minimal difficulty. (Vollman, Ganzert, Picher &
Wdliarns, 1971, p. 104)
When the farnily members assume a caregiving role, this is a newly created role
structured around the presence of illness in one of the farnily members. The tasks or
activities associated with the caregiving role may not be familiar to the family rnembers.
They rnay not know what is required of them and they may not know how to perfom
certain tasks. In addition to the stress of demands placed on the family members to assume
roles and responsibilities previously canied by the ill person, there is the additional stress
of needing to leam new tasks, personal care and nursing tasks, which likely have never

b e n part of the family members' repertoire of skills. Two of the family care needs already
identified by Knstjanson (1989) are instruction and reassurance on caregiving tasks.
Sumrnarv

The terminal illness of a family member creates a crisis for the family as a unit. A
reorganization of the f h l y system occurs in response to this crisis, with family members
faced wiîb the stress of assuming responsibilities previously canied by the il1 person and

the additional stress of learning new skills for their caregiving role.
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In-home care programs build in tangible supports for family caregivers. This cm
include assistance with the physical care of the il1 person, household tasks, and some
emotional support. The question remains, are these supports addressing family caregiver

needs ?
Numerous studies have examined caregiver stress or burden. It has been
suggested that caregiver burden is related to the degree to which family caregivers are

satisfied with the care and support received by the il1 person and themselves. Specific

areas where caregivers have not been satisfied include problems with communication
between the family and heaith care profeuionals, and insufficient social supports. The
communication problems include not getting adequate information about the il1 fmdy
member's condition, and lack of clear instruction specific to the skills they require to fuifil
the caregiving role.
In-home care programs provide community-based care with the expectation that
the family play a significant role in the provision of care. There is no process in place to
idente family caregiver ne& and detemiine whether these needs are being met. This
research study will attempt to address these issues.

Chapter 3
Research Studv
Method and Studv Desien
To undertake this study, an exploratory research design was used involving human

subjects in the context of caregiving. Relatively little is known about the care needs of
family caregiven where a farnily member is in the terminal stage of cancer. Because of
this, a qualitative research method rather than quantitative method was used (Tutty,
Rothery & Grinnell, 1996). The particular method I used was micro ethnography.
Ethnography is used to study the ideas, beliefs, knowledge and behaviours of a particular
cultural group or particular phenornena associateci with that group by "eliciting me-g,
experience or perception fiorn the participant's point of view rather than the researcher's
perspective" (Morse, 1992, p. 1). In health care research, a hospital could be considered a
cultural group, so could a group of professionals. For this study, the cultural group
chosen is the families of persons in the terminal stage of cancer.
This study is considered micro ethnography because it describes a portion or one

paxticular aspect of a cultural group; that is, the needs of the persons identified as the

primary farnily caregivers. "A micro study is a close-up view...of a small social unit or an
identifiable activity within the social unit" (Fetteman, 1989, p.38). This research study
examines the family caregivers' world and how they interpret the caregiving expaience in
the context of interactions with the dying person, the family, fnends and the health care

system (Kleinman, 1992).
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Similar studies using qualitative research methods have been conducted ushg
participants who were fiunily members of a person in the terminal or advanced stages of

cancer. One of these studies used in-depth interviews to explore farnily preferences in
location of care, hospital or home ( Brown,Davies, & Martens, 1990). The decision to
choose care at home was based on the availability of s e ~ c e sand supports provided for
the caregiver and the il1 person. HoweU (1986) conducted a study to determine the
impact of terminal illness on the spouse. She used semi-structured interviews to explore
the issues and problems of the spouse of the hospitalized person with terminal cancer. Her

hdings were supported by research conducted by Kristjanson (1990) cited earlier in the
report. The descriptive study by Stetz (1987) which examined demands on the spouse of

a person in the advanced stage of cancer had similar results to the studies cited earlier in
the literature review. These studies provided vaiuable information in the development of
the questions for my research study.
For purposes of this study, the primary famiily caregiver is defined as the individual

family member who is identified by the family unit as having the main caregiving role with
a famiy member who is in the terminal stage of cancer. This is typically the farnily mernber
who has the closest emotional relationship with the dying person. The pnmary caregiver

may be a family member who resides in the same household as the person who is dying or
who has moved into the home to assume this role, or resides in the sarne community and

has daily contact. In some instances, the primary caregiver may even be someone who
lives in a different community but travels to visit the dying person and has constant contact
by telephone.
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Through my past experience, the primary farnily caregiver is typically the spouse,

and if there is no spouse or they are unable, for whatever reason, to fulfil the caregiver
mle, the daughter or son usually assumes this responsibility.

It is recognized that there may be a large network of family members who assist
with the provision of care. However, there is generally one member who has the main, or

primary responsibiIity for this role. It is this caregiver that this study focuses on.
The data for this study were generated by one face-to-face interview with each

s
one to two hours in
individual defined as a primary family caregiver. The i n t e ~ e w were
length, conduaed in a location chosen by each caregiver to maximize herfis cornfort
level. Caregiver needs and areas of perceived stress or burden were identified through the
use of a semi-stmctured i n t e ~ e w
using open-ended questions. The i n t e ~ e wwas
retrospective in nature as the person with the terminal cancer had already died and the
caregiving role had ceased.
Information fiom the measures of caregiver burden cited in the literature review
were used to develop the open-ended questions used in the interviews. One of the main
sources of information was the FAMCARE scale (See Appendix A) developed by
Kristjanson (1989 and 1993). Areas explored included: rewarding and challenging aspects
of caregiving; effect of caregiving on family, community/social activities, and personal
welibeing; experience with the health care system; and support networks for the caregver.
See Appendi B for sarnple i n t e ~ e w
questions and the demographic data outline.

Because of the open-ended nature of the interview, 1 was able to expand specific

areas that were relevant to individual caregivers. For example, where there were issues of

children in the home who were directly affecteci by the impending death, 1was able to

gather data related to the supports needed by these children. Further, several of the
caregivers had a nursing or health care background. This offered insight into the health
care system that may not have othenvise been available.

S a m ~ l Selection
e
A purposeful sarnple of adults who had been in the role of caregiver of a f d y

member in the terminai stage of cancer served as the primary subjects. As methods of

purposeful sampling allow, additional participants could have been selected as detennined
by the data analysis. However, this was not deemed necessary due to the volume of rich

data that was collected fiom the initial sample. The focus was on the quality of the data
generated by the participants' knowledge and experience rather than the number of
participants. The desired sue of the sample was approxirnately ten caregivers, each
involved in a different caregiving situation. There were, in fact, ten participants in the final
sample. One family member from each case was identified as the primary family caregiver

as defined above. This person was the participant for the interview.
The S a m ~ l e

The sarnple was limited to cases where the person with the terminal illness was an
adult and the terminal illness was cancer. The sample was further limited to cases where

the person with cancer was deceased at the time of the intewiew with the family caregiver.

The target group fkom which the sarnple was derived was small and was origkally
dependent on individuals who had been primary caregiven of a family rnember who had

died within the past one month to two years in Thornpson. The sarnple base had to be

enlargeci to ensure there were an adequate number of participants to conduct this study.
Therefore, aithough the majority of the caregivers had been in this role within the past two
years, there were three caregivers who had provided Gare at least three and one haifyears
ago. It became evident during the intewiew process that time did not reduce the
aregiver's capacity to recail details of events and emotions that they had experienced

during their caregiving role. There was no apparent difference in the quality of
information provided by these three caregivers compared to those who had more recently
undergone the experience.

In addition, there were hiro instances where the dying person did not reside in
Thompson but the family caregiver did. Although in one of those cases, the dylng person
did travel to Thompson and received some care by the farnily member there.
According to the Thompson Region Home Care Program statistics, there were
twelve cases where a person who received home care services died of cancer in 1994
(Manitoba Health, 1995). There were other cases that the Home Care Program in

Thompson was not aware of where family members managed the total care of their farnily
member without formal supports. 1 discovered that the Canadian Cancer Society had the
moa accurate and complete list of potential participants because of their role as an

idormal support to persons with cancer and their families. The Canadian Cancer Society
was able to identiQ sixteen individuals, twelve females and four males, as potential
participants in this study.
There were severai reasons for the sample to be made up of caregivers who had

completed their caregiwig role related to the family member who had died. Past
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expenence had made me aware that fiunily caregivers are often ovenvhelmed with the task
of caregiving and have little time to give to activities that do not have a direct benefit to
the dying person or caregiving expenence. It was hoped that they would have more t h e

and energy to answer questions since their caregiving role was completed. I also felt that

t h q wodd have a unique view of the caregiving experience based on their ability to
reflect back on it.
Another benefit of selecting caregivers who had completed their caregiving role
was that because these individuals were not nirrently directly involved with the health care

system in relation to theù family member, they would not perceive this research study as
Muencing the seMces they may have received. This reduces the perception of the
"position of power" that the participants might have felt in relation to myself as researcher,

as 1 currently work as the s u p e ~ s ofor
r the home care program. While these participants
may receive services from the health care system for other family members or themselves

in the future, they will not receive further services for the family member who was the

focus of this study.
One shortcorning of using a group of past caregivers is the potentia! for there to be

an inability by the participants to recall sufficient detail to provide a "tme" sense of the
expenence. It was expected that since providing care to a family member who was dying
would likely be a significant life event for these individuals, they would be able to r e d
details of the experience without difficulty, especially if they were given questions to
prompt responses in specific areas.

Human Subiects
The expenence of a family member dying of cancer signifies a time of great dures
for the famfiy members. Research in this area has to be sensitive to not overburden the
families. Research methods should not be time consuming and should be sensitive to the
emotionai clirnate of the family. 1 felt that the methods selected met this criteria. W e the

semi-stnictured inteiview may have involved some degree of emotionai risk for the family
caregiver, 1 was able to rninimize the discornfort for the participants by providing them the
opportunity to express their emotions and discuss their needs in an atmosphere that was
nonjudgemental and supportive.
The subjects were told the interview would last between one and two hours in
length, recogniang that " i n t e ~ e w sdunng which the subject experiences strong emotional
responses can be physicaily, emotionally, and psychologically exhausting for both the
subject and the inte~ewer"(Cowles, 1988, p. 165). Only two i n t e ~ e w exceeded
s
this
tirne fiame and did so to allow ample time for the participant to share pertinent
information. 1 was prepared to refer individuals to counselling seMces through the
cornmunity mental health program if additional support was indicated in the intemiew
process. This did not becorne necessary dunng any of the interviews.

The nsks to this group of participants had been weighed against the benefits of this

research study. 1believe fiom past practise that individuals who have lost a loved one
appreciate the opportunity to share stories about that person, even though some of these

rnay be painflll, as it helps to keep their memory alive. Research that explores the needs of

f d y caregivers sheds light on the caregiving experience and is valuable for future policy

30

recornrnendations &om which other caregivers could benefit. Many of the caregivers
inte~ewedfor this study agreed to be interviewed because they felt this research was
very positive and necessary to help other caregivers in the future.
The soieenpotential participants for this study received a letter explaining the
shidy and requesting their participation. These letters were distributed by a contact person

at the Canadian Cancer Society, an agency related to the heaith care system and seen as a

support to families faàng cancer. The contact person was able to identie potential
participants without being seen as having a position of power over the care and services
they receive. The Canadian Cancer Society was asked to distnbute the introductory letter
to assis in maintainhg the anonymity of potential participants and to reduce the pressure
on individuals who rnay have felt obligated to participate based on past involvement with
such health care seMces as the home care program. Some of the family caregivers may
have recognized rny name as sorneone connected to the home care program in Thompson.
The potential participants were asked to contact me by mail or phone if they were d h g
to participate. See Appendi C for the introductory letter and Appendix D for the consent

fom. Of the sixteen potential participants, ten contacted me and agreed to be interviewed.
The interviews took place between October, 1996 and March, 1997, with the
majonty of the ten interviews occurring in October and November of 1996.
At the beginning of the interview, an explmation of the study was again given and

consent to participate in the study was confirmed. The participants were informed that

they could stop the interview at any time or refuse to answer any question. This
"processual consent" procedure (Ramos, 1989; Thome, 1980) is recommended in an
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articie on ethics by Rosenblatt (1 995) where he explains that the initial consent procedure
that occun before the research begins needs to be supplemented because:
It is impossible to infonn people fully about what they might experience during a
qualitative interview because they cannot truly undentand al1 that they read or are
tolci, because they can only be told abstractly about what they will have to deal
with, and because nobody can fûlly anticipate their reactions in the research
situation. ( p. 148)
The interviews were audio taped, with the participant's permission, to assist with
the transcribing of the interview. IdentifLing information was collected prior to the taping
and each interview was numbered to correspond with this data.

The participants were assured their participation would not influence the care they
may receive from the health care system in the future. The greatest possible effort was
made to protect the anonyrnity and confïdentiality of the participants.
The interviews were conducted in the comfort of the participant's home wherever
possible, if there was a quiet place away from other family memben and interruptions.

When requested by the participant, arrangements were made to conduct the interview in a
private, quiet area away from their home.
Descn~tiono f Carepivers
The ten family caregiven that were i n t e ~ e w e dfor this study al1 resided in
Thompson at the time of the interview. They had been the primary caregiver of a f d y

member who died of a terminal illness, cancer. The caregiving experience had occurred
between seven months and two years ago for seven of the participants. Two caregivers
wmpleted their role approximately four years ago and one, nine years ago.
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In eight of the cases, the care was provided in Thompson. In the other two cases,
the dying person resided in another comrnunity and the caregiver travelled there to provide

aire. For nine of the persons dying with cancer, care was received in Winnipeg (hospitals)

as weil as in their home community.
Of the ten caregivers, nine were fernale and one male. There were five wives, two

daughters, one sister, one step-mother and one husband. The youngest caregiver was
thirty-six years of age and the oldest, seventy-nine years of age at the time of the
interview. The average age was fifty-one years.
At the time of the caregiving experience, five of the caregivers had been employed

full t h e , three employed part time, one self-employed and one retired. The hedth status
of aU the caregivers was reported by them as good at the time of providing care and nine
reported continued good health at the time of the interview.
The caregiven provided some information on their ethnicity and religion (see

Table 1). Four caregivers reported their ethnic background as English; three as
'Canadian'; one as Irish; one as Icelandic; and one as Acadian. Each caregiver identified a
religious afnliation: four were United; three, Roman Catholic; two, Anglican; and one,
Baptist. It is interesting to note that two of the persons with the terminal illness were
describeci as having no religious affiliation.

Table 1: Care~iverD e m o m ~ h i cData
-

AGE
30-39
40-49
50-59
60-69

1
4

2
3

-

ETHNIC
BACKGRD.
English 4
Canadian 3
Irish
1
Icelandic 1
A d m

-

RELIGIOUS
AFFlLiATION
United Ch 4
Roman Cath. 3
Anglican
2
Baptist
1

EMPLOYMENT

Fu11 time

5

Part tirne
3
Self-ernpioy 1
Retired
1

1

SEX
f d e 9
male
1

REL'NSHIP WITH
DYING
Spouse

ChiId
Sibling
Parent

6
2
1
1

The care recipients ranged in age from thirty-one to eighty-five with the average
age being fifty-one (see Table 2). There were four femdes and six males. The ethnic

backgrounds were reported as follows: two as English; three as 'Canadian'; one as
German; one as Scottish; one as Irish; one as Dutch; and one as Metis. Two care
receipients were reported as having affiliation with the United Church; four, Roman
Catholic; one, Anglican; one, Church of Scotland; and two with none.

Table 2: Care Recipient Demoeraphic Data

'

1 AGE
30-39
40-49
50-59
60-69
70 - 79
80-89

-

1
4

2
1
1
1

-

ETHNIC
BACKGRD.
Engiish 2
Canadian 3
Gennan

Scotish
Irish
Dutch
Metis

1
1
1
1
1

REUCIOUS
AFlFILIATION
United Ch. 2
Roman Cath. 4
Anglican
1
Ch. of Scotland 1
None
2

SEX

Female 4
Male
6

The duration of the caregiving experience ranged ftom three weeks to one year

and four months. The average length of time spent providing care was eight months.
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For six of the caregivers, a r e was provided in their own home. Of the remaining
four caregivers, one moved in to the dying person's home and three caregiven visited the

dying person. In nine of the cases, the primary site where care was provided was the
home, with up to one month of tirne spread throughout the caregiving expenence, spent
providing care in the hospital. In one case,the majority of care was provided in the
hospital. Two of the deaths o c m e d at home, seven deaths in the hospital, and one death

occurred on the way to the hospital.
The caregivers in this study could be divided into two groups: six who had minimal
exposure to the health care system for themselves or their family members, and four who
had worked or were working in the health care field. Even those who had worked in the
health care field had minimal exposure to the provision of care to a loved one with a lifethreatening illness.
In the households where the care was provided in two instances, the dybg person

Lived alone; in three instances, the only person living there besides the caregiver was the
dying person; in two cases, there were teenage children in the home; in two cases, there
were adult children in the home; and in one case, there was another adult in the home. In
this last case, extended family also resided in the same household. In five of the cases,
there were other family members living in the cornrnunity, and five where there were no
relatives in the same community (See Table 3).

Table 3: Carenivine Environment Characteristics
-

PRIMARY C A M
SETîYNG

Home

9

Hospital 1
LOCATION

OF CARE
Caregiva's Home

6

Dying Person's Home 4
- Moved In 1
-Visiteci
3

FAMILY IN
COMMUNITY

Yes

5

Na

5

HOUSEROLD

DURATION OF
CARl2CMNG
< 1 Month
1
1-2M0nths O
3-4M0nths 1
5-6M0nths 2
7-8Months 2
9-10 Months O
11-12 Months 3
> 1 Year
1

IN ADDITION TO
D W G PERSON
None
Caregiver only
Adolescent Children
& Caregiver
Adult Children
& Caregiver
Other Aduits

& Caregiver

FAMILY LIFE CYCLE
Unattached Young Adult 1

With Adolescents

2

Launching Children
Later Life

5
1

The majority of the family caregivers described in this study fa11 into two main
stages of the family life cycle (See Table 3). The stages, as identified by McGoldrick and
Walsh (1988), are 'the fàmily with adolescents' and 'launching children and moving on'.
The caregiven in this snidy had to face many other difficult life events that can occur in

these family Life stages, at the sarne time as providing care to the family member that was
dying.

Data Analvsis

One of the clerical staff from my place of work was hired to transcribe the
i n t e ~ e wtapes. In the position of clerk for a government office, the person clearly
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understood confidentiality guideiines. She was asked to sign a Letter of Understanding
indicating a willingness to maintain confidentiality during and after assistance with this
study. Care was taken to provide support to the transcriber throughout the time she

worked on the tapes as the content of the tapes was emotion laden and the situations

described were ones with which the transcriber could easily identiQ. The audio tapes and
tnuiscripts corn the interviews were kept secure in a locking filing cabinet at my home.
The raw data fiom the interviews were coded and analyscd manually using a "cut

and paste7' method. Each transcnbed i n t e ~ e wwas proofed against the audio tape.
Categories were drawn from the raw data. These categories were fùnher refined utilizing

a method of thematic content analysis similar to the one suggested by Philip Bumard
(1991). That is, once each line of the transcripts was coded, categories were derived fiom

the coded data. Since a fairly structured interview guide was used to generate the data,
that guide

as the initial organizing fiarnework for the analysis (Sandelowski, 1995).

The items from al1 the i n t e ~ e w were
s
gathered together under each category. The
categories were then grouped together under four main themes.

The criteria used to judge the adequacy (that is, the goodness and quality) of the

research were the trustworthiness criteria developed by Guba and Lincoln (1989). These
critena parallel the rigour criteria used in quantitative research; intemal validity, extemal

validity, reliability, and objectivity. The four trustuvorthiness cnteria are credibility,
transferabiiity, dependability, and confirmability.
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Credibiîity is "establishing the match between the constructed realities of the
respondents and those reaiities as represented by the evaluator" (Guba & Lincoln, 1989,

p.237). That is, the data analysis should capture the "essence" of the phenornenon to the
point that sorneone else asked to categorize the raw data would derive similar categones

as the researcher. One technique for increasing the credibility criterion is peer debriefing.
Peer debriefing requires that a colleague not involved in the study reviews the data
analysis and conclusions as a means of testing the findings (Guba & Lincoln, 1989). This
was done with a colleague fiom the Community Mental Health Program. He reviewed

three of the interviews and the coded data from each. Then he reviewed the categories
and themes for the appropriate "fit" of the data into these. Furiher, in order to offset my

own bias and subjectivity in relation to the data analysis, 1 have reviewed the data,
categories and themes with my thesis cornmittee members throughout the data analysis
stage of my study.
Transferability is considered paralle1 to generalizability and requires that the
researcher provide a complete and extensive description of the study so that it may be
applied to other situations (Guba & Lincoln, 1989). Every attempt was made to describe
the wntext and the culture which was being studied through extensive documentation of
the sample, setting, data collection procedures and content analysis techniques used.
Limitations in transferability of this study will be explored in the recommendations section
of this study.
Dependability is concemed with the stability of the data over time and parailels

reliability. A clear and detailed description of the study must be made available to outside
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reviewers so that they can "explore the process, judge the decisions that were made, and
understand what salient factors in the context led the evaluator to the decisions and
interpretations made" (Guba & Lincoln, 1989, p.242). The sarnple, setting, and data
collection procedures have remained "truc" to the original intent of this study. Any
methodological alterations or changes in construction that were made were reviewed with

my thesis coIIlfnittee members and explanations have been provided. The categones
derived from the raw data and the consequent themes that emerged reflect the major
theoreticai concepts being studied. "If the categones are well laid out and unambiguous,
the coding of the data will achieve a high degree of consistency or reliability7'(Dawson,
Klans, Guy and Edgiey, 1991, p.262).
Confirmability "is concemed with assuring that data., interpretations, and
outcomes of inquiries are rooted in contexts and persons apart from the evaluator and are
not simply figments of the evaluator's imagination" (Guba & Lincoln, 1989, p. 243). The
use of the participants' own words to substantiate my interpretations of the data assists to

establish confirmability. Both dependability and confirmability will also be tested using an
audit process conducted by outside reviewers, namely my thesis cornmittee members.

Sumrnarv
A qualitative research study was conducted using a micro ethnographie approach.

Participants for the study were individuals who had previously been in the role of f d y
caregiver of a family member in the terminal stage of cancer. The participants al1 resided

in Thompson, Manitoba and the majority of the care was provided in this community and

in the home. A semi-stmctured i n t e ~ e wwas used to collect data. Transcnpts were
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generated î?om tapes of the intenriew. Every effort was made to maintain confidentiality

of the participants.
Categones were denved f h n the data using an open coding and "ait and paste"

method. These categories were then grouped under four main themes. The next chapter
describes the major findings of this study.

Chapter 4
Findines

Data from the intesviews provideci a rich description of the family caregiver
expenence. Four major themes that emerged from the data were the Emotional Toi1 and

Physical Labour; the Health Care System Personified; Support for Caregivers; and M e r
the Death: Reflections on the Caregiver Expenence. The data analysis framework is
outlined in Table 4. The link between the categories and themes will become evident in the
following description of the data. It is important to note that the caregiving experience is
presented nom the family caregiver's perspective. The person with the terminal illness had

already died and each caregiver had the opportunity, through the passage of time, to
reflect on the caregiving experience prior to providing information in the interview.
The family mernber who assumes the caregiving role is engulfed in the expenence;
totally consumeci by the ovewhelming emotions and physicai demands that drive them.
They are on a "roller coaster,"barely stopping to consider the world around them and
certainly rarely stopping to consider what their needs are. In spite of this, as caregivers
who have gone through this experience, the individuais 1 i n t e ~ e w e dhad tremendous
insight. They were consciously aware of their needs, what was supportive, what was

lacking, and what they would recommend to anyone who is the farnily caregiver to a
loved one who is in the terminai stage of cancer.
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Table 4: Data Anaïvsis Framework
Data Analysis Framework
THEME 1 : The EMOTIONAL T O L And PHYSICAL LABOUR
Exnotional Demands
Emotional Support for the Dying Person - Spiritual
- Fomal s e r v i s
- By caregiver
Relationsfüp with the Dying Person
Keeping the Family in Balance - Providing support and structure
Fui5lrnent of family duty
Practical needs of the househoId
Emotional Support for Children
The Physical Aspects of Carhg - Personal care
-Nursùigcare
- Physicai demands

-

THEME 2 :HEALTH CARE SYSTEM PERSONIFIED
The Relationship with Health Care Professionals
Knowledge and Understanding
Advocacy Role

TKEME 3 :SUPPORT For CAREGIVERS

rn

Friends
Farniiy
The Community
The Social Worker
Spirituai Guidance
WO&
Self Care (Coping Mechanisms)

Wheu Support Was Not There...
Bereavement
Advice to Caregivers
Recommendations

The Emotional Toi1 and Phvsical Labour
The most significant impact of the caregiving expenence o n the family caregiver is

in the emotional domain. For it is here that the caregiver bears the weight of the anguish
felt by the dying penon, the rest of the family and her/his own grief. The responsibilities of
being the pnmary caregiver are "put upon" the family member. They do not have the
o p p o d t y to agree to this role, but there is never any doubt that this is a role they should

assume. The relationship with the dying person is one filled with love and dedication,
dthough there is also an element of obligation.
Emotional demands.
Perhaps the most complex area to understand is the emotional demands related to
the caregiving experience. The caregiver is the one who is "in charge" of the dying
person's care. This includes organiting where the care occurs, who provides the care, and
ensuring that the dying person's needs are met. There is no script for this role, no manual
that desmbes the tasks step-by-step and no training. The caregiver and herllus loved one
are thrown into a new experience that is cornplicated and confusing. One of the
caregiver's described it as "standing by helplessly most of the time." There was also a

sense of being alone in their struggles. One caregiver said, "1 really felt that everything was
on my shoulders." Another caregiver stated, "1 felt that nobody cared enough, it was al1
me."
The emotional demand on the caregiver increased when the dying person was
hospitalized, especially when this was not where the person wanted to be. There was a
strong will on the part of the caregivers to &fiil the wishes of the dying person. Many of

the caregivers were aware that the person wanted to die at home and there was added
stress when this could not happen. One caregiver said, "He didn't want to be in the

hospital. He was an exceilent patient but he gave me a hard time." Some of the caregivers
were not that cornfortable with the hospital setting. It fnghtened them. One caregiver
correlateci the hospital with death.
1 hate hospitals. Hospitals to me are where people go to die. And seems to be, well
they sure do now. This ward had a big stop sign and then there is this air chamber.
And you walk through these doors and you think, oh my God. someone is not

going to come out of here and then, of course, he didn't.
Part of the ongoing relationship with a loved one is the giving of support and
assistance. The nature of this assistance changes when a person is dying. Suddenly,
wegivers found themselves facing the very difficultdemands of assisting someone to
prepare for death. The persons who were dying in some instances faced their impending
death with such clarity that they were ready to make the final preparations before the

farnily caregiver had emotionally prepared themselves.

One day he phoned me at work and said, "We have a date for Thursday night. We
are going to the fiineral home to pick out my casket." That was tough. 1hate
fimeral homes to begin with, let alone going with your husband to pick out bis
casket.

The next morning we taiked about his death. He asked me what it was like to die. 1
didn't know what to Say. He asked me to promise him that they wouldn't bury him
in a suit and tie; just jeans and a shin.
Mmy of the persons with the terminai illness were in their forties and fifties when
they were preparing for the impending death. At that time of their life, their farnily unit
wodd not typically anticipate their death in the same way as if they were in their senior

years. A couple that had the opportunity to grow old together may, through the na-

course of their relationship, begin preparing for death. This was evident in the i n t e ~ e w
with the older caregiver. There seemed to be less stress and more preparedness of the

impending death. The caregiver found cornfort in the opportunity to settle the details of
the memoriam along with the pemn who was dying.

He was a lot older than me so we always thought he would die before me. A lot of
the plans we made were plans of things 1would do when 1 was by myself. We had
made Our wills a long tirne ago so 1 knew what he wanted done. He wanted to be
cremated but he told me 1could choose where he was buried. He said, "You codd
put me in the back of the truck and 1 could ride around with you and the dog." 1
told him we couldn't do that because someone rnight steal hirn and I'd never know
where he was. Dying should be a quiet time. i don? think you should have to be
sitting there making a list of things that you want done and stuff that you want
people to have and that kind of thing. Then you don? have to sit there and cry and
wonder what he would want.
When two people are in a close, caring relationship, the pain and suffenng felt by
one person is often also expenenced by the other person. "It is as if you are in constant
pain yourself " For these family caregivers, there was no greater pain than watching a
loved one dying of cancer. The caregivers experienced emotional turmoil, standing by
helplessly as the person stmggled, knowing they could not do anything to help and
sometimes wishing it would not go on.
There were times near the end 1literally prayed, "please take her tonight." It is
very unforgiving, and the hopelessness of it when it gets to the later stages. It
cornes to the point where you know inside that it has got a hold.

Some of the caregivers experienced an inner conflict in response to the emotional
demands placed upon them. Some doubted whether they had done enough to help the
dyhg person. This usually had more to do with the high expectations the family member
placed upon themselves, than any demands the dying person placed on them. Other

carepivers felt they had done everything they could and still, the dying person expected
more.
Sometimes 1 don't think 1 did enough. But 1 did, 1 know 1 did lots. But once in
awhile you think, maybe...then 1 would th& no, I'rn not a nurse.
She phoned me ceng. 1 had to lave work severai times...so 1 ended up not
working. It can drive you crazy. In the room al1 the time and every little thing she
wanted 1 used to do. I'm there al1 the time for her and nobody else. She got so
dependent on me.
Emotional support for the dyinp person.
It became the caregiver's responsibility to ennire the emotional support for the
dying person was provided by fiimily and fnends, the clergy, forma1 services, or whomever
that individual identified as a support. The family and friends who were a support for the

dying person were often the sarne persons who provided support to the caregiver. The
support from f h l y and fnends will be examined later in the findings when the support the

caregiver received from these sources is exarnined.
A. Spiritual support
Clergy provided cornfort to dying persons who identified the spiritual domain as a
support. Spirituality was important in the dying process where it had also been an
important part of the person's life before the illness. The religious affiliation seemed to
matter less than the opportunity to pray.
He was Cathoiic. There was a priest that came to see him once then went off on a
cruise. But there was a Lutheran minister and she was wondem. She came to sec
hirn al1 the tune.

Ladies fiom the Cancer Society came to see her once a week, shared their
experiences. They prayed with her; she was religious. The priest came by and gave
her communion and d.

B. F o d services
In some instances, the dying person used individuais providing f o n d k d -ces
as a support. This support was more of an additional benefit of the services received rather

than a planned part of the seMces provided. For example, home care workers there to
assis with personal care becarne an ernotional support to the dying person. These
relationships that developed provided a d e environment for the dying person to express
their emotions without adding to the burden of the fmily caregiver.
The nurses and home care attendants spent time with him without me. He told
them things he didn't want me to know. He was concemed about me.
A young home care worker and he hit it off really well; kind of a father-daughter
relationship. Probably did things they shouldn't have according to home care, but it
was good for him.

There was liale or no access to counselling seMces in the home setting or
hospiral. There was only one case where a social worker provided support to the dying
person and that was through the home care program. In the majority of cases, counselling
services were not even offered to the dying person and when they were it was seen as a
superficial gesture. In two instances, the social worker offered support but the dying
persons did not use it.

The social worker eventuaily came to see him but he wasn't interested in swing
her. He couldn't see that she had anything for him because he had already had
contact with the minister.
At the Cancer Foundation once they got to the end of active treatment she was
essentidy unloaded. They said they would like to see her but she wasn't well

enough to travel for her mental health. As a consumer she realized those people
are mn off their feet anyway so you're not going t o go in for a social visit. In a
way it would have been l e s distressing to not even have the ovemires for mentai
health. If nothing could happen, maybe it's better to pretend it's just not there,
mrher than sort of scratch the surface.

As a significant penon in the dying person's life, the family caregiver also provided

support. For each caregiver the provision of support was deeply personal. The emotional
suppon provided was an intnnsic part of their interpersonal relationship and an

individualized expression of their love. The opportunity to give support also provided a
level of cornfort to the caregiver, knowing they could be there, sharing the experience with
someone they loved and remaining connected to that person.
1was glad that 1 was there. 1 really didn't mind hanging back. 1 knew when he
wanted me, he would let me know. 1just wanted him to know 1 would be there
when he wanted to taik, whatever he wanted. At one point, he pushed his mom off
and told me to come. So 1 went over and he cried and I'm snotting and bawling
half on top of him leaning over.

He never liked me to leave. There were tons of people there and the only one he
wanted around was me. Especially near the end, he said, "just don't leave."
1 guess I spoiled him and he spoiled me over the years. He didn't want me to be
away fiom him. 1 did a lot of work for him at the hospital; washing and t h g
him. He liked the attention. We had a wonderfiil relationship. 1 was thankfulr
could be there.

It was dso a time for heartbreak. There were changes in the dying person that
caused a strain between the caregiver and the dying person because the dynarnics of their
relationship had changeci. The dying person became more demanding. There was an
urgency to get things done before the person died. The caregiver was not in a position to

q u e . Even though the caregiver was sometimes hurt by what the dying person said or

ciid, s h d e ultimately understood the reasons behind it.
He wasn't quite the same. He was very demanding. Personality change fiom the
treatment or maybe, "Hey, 1 don't have long, I want everything done now." 1 had
to jump and do it now. You don? realize you can do this; jump on cornmand. But
then you redire the situation. He was tryïng to get everything in order. 1 hoped the
bank account would hold out. 1 couldn't say anything because 1 knew his t h e was
limited and he wanted to do what was best.

The dying persons were losing their independence and had less control of their
Lives because of the progression of the illness. There were changes in the dynamics of the
relationship between the caregiver and the dying person. The family caregiver was in the
position of tryhg to empathize with the dying penon while at the sarne tirne, grieving the
loss of the relationship shehe once had.
1 would take her fiom the bed to the commode. If she had an accident between
there and there she would apologize. "Mom, what are you apologizing for. It was
an accident. You couldn't help it. It's not like you did it on purpose."

Reiationshi~with the dvina erso on
When a loved one is in the terminal stage of an illness, the grieving process for the
family members typically begins before the death. It is particularly difficult for the p r i m q
caregivers because they are the ones who have the closest, most emotion-laden
relationships with the persons who are dying. Their anticipatory grief is focused on the
loss of the future of their relationship with the dying person.

That past surnmer we were walking around and there was this couple and they
were old, old, old. And we laughed and we were holding hands and we said
çomeday that is going to be us. We didn't think this was going to happen.

She became extremely depressed and tembly anxious. She reaily distanced herse&
pushed everyone away. 1 phoned her and told her we would miss her whether she
liked it or not. She was crying and mad, didn't talk to me al1 summer. 1 was

making a quilt for her then so 1 sent it to her anyway. I had struggied with the
thought of not finîshing it before she died. She used it weqday, which was very
gratifjhg for me.
In relationships with open communication there was the opportunity to discuss the
fùture, and the caregver was able to work through her/his grief with the dying person.
Some of the caregivers stniggied to hoId on to the relationship while simultaneousiy
preparing to let go. The dying person recognized that and gave support back to the
caregiver. This support was not dways well received or even recognized as being helpful
to the caregiver because of their intense sadness, but eventually it was understood.
We would talk about a lot of things, what his wishes were. In fact, he was very
hard on me at times. 1 was actually hurt but I think it was kind of his way to get me
started being on my own. He'd Say, "We've had a relationship where we've been
independent. You'll be okay."
He could phone me and tdk to me and tell me his inner most feelings, his inner
fears. And 1wished many times that it was me that had it, not him because it was
not the right order. Near the end he used to say, "Miss me, but let me go."
1 loved him, stiii do. I'm glad to have had the opportunity to be with hïm at that
t h e . And being able to say goodbye. That is a really good thing. 1 am grateful for

that .
Keevina the family in balance
A. Providing support and structure

The pnmary family caregiver played a major role in "keeping the family in
balance." They were often the persons who provided stmcture to the household and
support to the other f d y members. The anticipated death of a famiiy member was
stressfil1on d l of the family members, each with their own way of reacting to it and

coping with it. There were struggles and tensions that needed to be dealt with. The

primary farnily caregiver was expected to maintain some kind of equilibrium in the family
during this difficult time. They were the ones the other farnily members relied on for
direction in how to deal with the dying person. The family caregivers felt pressure "to be
strong." This added to the emotional toi1 of the caregiver.
It was a real rocky time for the family. Her youngest son withdrew; disappeared to

his room, slept to escape. Her older son drank, took dope, got mad. She had held
the place together. The glue was breaking dom. It was bleak. 1 gave direction to
the boys on how to interact with their mother; "Okay, you touch her hand, kiss
her, tell her you love her." Someone had to give them the script.
Our oldest daughter had a particularly hard time with this. She would say, "Why
do al1 these people have to be here. Why can't we have hirn al1 to ourselves."
They had a very close bond and she saw no purpose in life without him here. She
said she had things to tell hirn and 1told her she better do it that day. She did. I
didn't know what she tofd hirn but it seemed to settle her.
Many of these farnily caregivers were already dealing with difficult issues in their
family lives that were not related to the terminal illness of a loved one. Some of these
caregivers were also in a prirnary role in assisting their adult children to deal with v e y
diicult life issues. The caregivers were required to divide their energy between dealing
with these issues and providing care to a loved one who was dying.

We were going through rough times with Our youngest at the same time with
drugs, alcohol, his own mental health. Switching hats and doing that constantly for
a year or so. There was a lot of junk going on at the sarne time.

He couldn't stand up to his dad or mom. He just wanted everything to go nght. He
didn't have the fight in him. And 1 was son of that go-between. He could vent to
me.

There was a sense that the caregiving role fulfills a family duty; an expectation that
the family unit looks after their own. This duty can be seen as an obligation guided by the

responsibilities each f a d y member has to the family unit. It is something that is done for
another famïly member with the expectation that it would aiso be reciprocated if the
circumstances were reverseci. The primary farnily caregivers recognized the part they
played in fulfilling their family duty, but there was also a deep sense of love that drew
them to the caregiving role.
It would have been awfil not to be able to do it because, it was my tum. It was
part of who 1 am. She did a lot when Our mom was sick, because she lived closer.
Family is sort of the first line of priority.
It's more the positive aspects of being a fimily. I'm the daughter and it was the
family. You do whatever has to be done and with pleasure.
We always looked &er each other. 1 had cancer years ago so he looked after me
and then 1 looked d e r him. Wasn't much difference in the way we cared for each
other.
The caregivers' perceptions of other family members' participation in the care was
measured by their ability to fulfill this role. Caregivers recognized that brothers and sisters,
adult children and even parents had other obligations that prevented them fiom being
present to assist with the a r e . Often these farnily memben were viewed as a support
when they maintained contact with the dying person or made the effort to travel to visit
and also when they maintained contact with the primary caregiver to offer assistance when

it was needed. Younger adult children actually put their life plans on hold to corne home
and help with the care. Many of the caregivers reported that they would not have been

able to manage the dying person at home if were not for the assistance of these f d y
members.

He had tremendous support from both families. My brother was very, very good.
The girls were home for the Iast while so everyone kind of did shift work. His

brothers and sisters all came to see him when 1 called and suggested they wme
while he could stiU recognize them, talk with him. Each spent five or six days. He
r d y enjoyed their cornpany.

One of the girls stopped university for a year to come home and as& her mother.
A couple of her girls were there the Iast month. In the very 1 s t month to two
weeks, different people came up; her sister and a couple of brothers. They came
for visits and stayed for a period of tirne. Took tums staying with her at the
hospital. Someone was with her al1 the time.
We were the ones around. My brother wasn't around but he was sensitive to the
issues and supportive ffom a distance. It was probably harder for him being further
away, too.
There was some resentment toward family members who did not help out. There
were fafnily members within the same community that did not seem to have the same
cornmitment to assisting with the care as the prirnary caregiver. There was the perception
by the prirnary caregiver that other family members were able to continue to "live their

lives" with a degree of normalcy that the primary caregiver felt had been taken away. The
primaty caregivers made attempts to work through their feelings of resentment in order to

cope with their caregiving role.
1 was the oniy daughter. 1think that was why it was me and not the boys. Boys
aren't going to be able to help her with her panties, wipe her and stuff like that.
But, they still could have been there more, even just to sit and talk. Saturdays 1 go
for groceries. One day I could not find one of my brothers to come and help. That
was hstrating. It's like they had their lives and 1didn't have mine. 1 got angry. SO
I phoned them al1 and told them off and 1 cried and it felt good. For the next two
weeks they phoned everyday asking if 1 needed anything.

1 really felt it was al1 me. I felt nobody cared enough. His parents had their own
life. His brothers and sisters. This was my job and irrational as it was, that is the
way it was.

You can get nasty and wonder why his father went out to help a fnend instead of
visiting his son at the hospital. Then you redite he is trying to protect himself. The
pain was so great to see his son dying.

C.Pmcticai neek of the hmsehold
In addition to the actual tasks of providing personal care, there were practical
tasks related to maintaining the household. This included house cleaning, laundry, making

meals, shopping and banking. If these were tasks the person with the terminal illness
typicdy did but could no longer do, they were delegated to or assumed by f d y
members. If no one was able, it was the caregiver's responsibility to access the needed
resources fiom somewhere else.
His brother would cook and clean when he came home but that was every other
weekend. 1 offered to pay for a cleaning lady but his mom said he didn't need it,
he liked it messy. 1 didn't know what services were there so 1 got ahold of this one
lady my son had met when we were there and asked if she could find someone to
go and dean his apartment and cook meais. So she used to cook some stuff and
bnng it over to him.
The boys were supposed to clean but they were never trained, never brought up
that way. I had to do what 1 could dunng my "lightning visits."
In this study, the majority of the caregivers had the responsibility of maintaining
the household prior to the illness of their loved one. Since the majority of the caregivers
were women, this is probably bea understood within the traditional conceptualization of

'komen's work." An added responsibility in some cases was paying bills and banking.
With the additionai tasks associated with caring for the dying person, the continued
responsibility of maintaining the household added to the caregiver's burden. Wherever
possible, the caregiver sought assistance from family members and then fiom outside
sources. The home care program was able to provide assistance in some cases.

Up until the last four to six months her strength was good so she was able to do
most of the housework and that sort of stuff. In the last year, home a r e came in

once a week so that was a big help; vacuurning, dusting, al1 the things 1 donTt
usuaiiy do.

Emotional supoort for children
Special consideration needed to be given to the emotional support of the chiidren.

Many of the situations explored in this study involved teenage children or young adults
who were directly affected by the impending loss of a parent or a sibling. The primary
caregiver assumeci the responsibility of ensuring supports were in place for the children.

There was almost a feeling of panic that sornething had to be done to help the children, y a
the resources were not readily available for these fàmilies.
I(ids couid use support and I don? know what. They really don't want support
fiom the school counsellor because they don't want to be singled out within the
school system.
Providing the cornfort and support to the children was an ernotion-laden task as
often these children were the caregiver's own and their capacity to provide the support

was comprornised by their own grief process. The children had practical questions that

might have seemed irrelevant to the careaver but still needed to be answered for their
own reassurance; for exarnple, "Are we going to live in the same house?" Sometimes
teenagers were not forthcoming with their concems. They went inside themselves to deal
with their own grief. This made task of providing support even more difficult. Sometimes

the children showed an inner strength that amazed the caregiver. The caregivers' usual
way of dealing with their children's stmggles was compromised by the wave of emotions
that flooded their thought processes.
The weekend was okay; it wasn't okay, but it was okay because he was out of
hospital and we had dinner with the kids. Mom made his favounte meal. That's

when he told the girls, he said, "Look, I've got about a year to live." 1 remember
that after the meal we sat in the living room with al1 the lights out and he told the
kids. We were aiways close. They adored their father so 1 don't know what this
did to them. 1 know it was hard. This was not nice. The hardiest part was seeing
hirn in pain, and he was in pain al1 the time. 1 protected them a lot and he did too.
When we pot the news that he had died, 1 had to break it to him [son]. He carne in
and 1 didn't have to say anything. He was only fifteen. He just said, "He's gone,
mom" and 1 said, "Yes." He said, "1 don't know what I'm going to do. He went
too soon." He went downstairs to be alone, spent some time crying then he went
out to see his fiiends. He used to go by and talk to them and 1 was giad. When we
got back from the fÙneralI did arrange for a school counsellor to keep an eye on
hirn and 1 totd hirn so.
The ~hysicalaspects of caring
Finally, the physical aspects of caring are included in this section. It was not the

actual physical tasks that consumed the caregiver's energy, but rather having to deal with
the incongruence of herfis new role as caregiver compared to the roles and
responsibilities shehe had in relation to the person who was dying pnor to the illness.
There was a sense of imbalance in the relationship. For example, the oppomuiity to have
an qua1 partnership in caring for each other within an intimate couple relationship, was
replaced by a more one-sided caregiving care receiving relationship. The parent had to rely
on her daughter for actual physical care at a time when the caregiver still needed numiring
fiom that parent. The caregiver not only had to face the impending loss of herhs loved
one, but also the loss of the role in the farnily unit that person represented.
Mom was such a c l a n woman and her hair was always just so. To lose al1 her hair
and having to bath her. Stufflike that was heartbreaking. It was like pieces of her
was taken away. She was Iosing everything.

A. Personai care by megiver
Caregivers stmggled with the expectation that they assist a husband or a mother
with bathing, dressing or toileting. These tasks were not part of the normal relationship the
caregiver had with the person prior to the terminai illness. In fact, for most of these
caregivers, the provision of personai care to an adult was not something they were at ail

farniliar with. The caregivers wondered if they would be able to manage these tasks; that
is, know how to provide the care safely. That increased their anxiety and added to the
emotional burden of the caring experience. At the sarne time, because of the very personal
nature of these tasks, they preferred to provide the care.
A lot of things you learn you really don't think about, take for granted. Like the
bathing. 1never thought I would ever be involved in having to help give my

husband a bath. Leamed how to operate these different gismos for the bathtub. If
sornebody said 1would be changing diapers on an adult I probably would have
said, "You're crazy, 11' 1 never do that." But, you never really thought twice. 1
would rather do it than have somebody else do it.
Taking care of the physical needs. 1think you do quite a bit of that. 1 told them 1
don't mind al1 the bathing, al1 the bowel movements, but I can't deal with the
blood. So before I corne in the moming, 1 want you to deal with the blood. My
help was more nurturing and being there and cleaning. Of course, you have to be
carefirl. He wanted me to shave him. He could have bled to death. First t h e 1
shaved him, 1thought, my God, I'm going to kill him. A small nick f?om an electnc
razor took hours to stop bleeding.
Some of the caregivers were nurses, or at least had education in the health care
field. This gave them an additional cornfort level with the tasks they were expected to do.
It was something they could give to their loved one as a way to maintain closeness in their
relationship.

In the hospitaII did a lot of work for him. 1 didn't want him to have bedsores so 1
did a lot of washing and tuming him. He liked the attention he got. CaMg for him

wasn't a problem. 1didn't have to leam anything. Changing him didn't bother me.
It bothered him more.

B. Nursing care by cmegiver
Some of the caregivers were also faced with perfonning nursing tasks. For the
caregivers without a nursing background some of these tasks were uncornfortable and

confusing. The caregivers had to keep track of a large number and variety of medicatiow.
They were also thrown into situations where they witnessed the side effkcts of medications
and procedures and then were expected to assist with the care. Physical suffering -

-

tremors, vomiting, pain, swelling in a loved one can disarrn even the strongest of
individuah. The caregivers sometimes felt abandoned by the professionals who were
supposeci to be there to provide this care. Some of the caregivers were fnistrated that they
were unable to ensure the nursing aspects of the care were provided. They resigned
themselves to the fact that they had to provide the care.
The throwing up, the tremors in the night. Where are the nurses ? Yes, I am here
but 1 can't stand this; can't stand caretaking in this way. His back didn't stop
bleeding after the bone marrow biopsy. Always bleeding from this hole in his back
and the sheets would just ...it was like watching him...there was always blood.
When she got sores on her bum, home care showed me how to look after her. And
these plastic see through things with medication and everything. 1 would watch
them do it and then 1could do it myself
Some of the caregivers with nursing backgrounds tried to separate their nursïng
role from their role as a farnily member. This would have enabled them to spend their time

and emotional energy on their loved one without having the additional responsibility of

king the "nurse." For the most part, they were unsuccessfiil in doing so. It seemed that

the health care systern relied on their expertise and also relied on them as an "extra part of

hands." The family caregivers felt obligated to assist out of concem that no one would
take their place in assisting with theù loved one's Gare ifthey did not do it.
They didn't know what to do with the feeding tube. It was like they were anaid of
it. The replacement doctor expected me to explain everything. If1 didn't, who
would have ?
I'd tell tJm not to tell them 1 was a nurse. They always seemed to find out. Then
they would kind of just l a v e him; le& it to me. But it would have been nice ifthat
was the understanding. Instead, 1 felt, if I'm not there, no one will be there.

The primary caregiver ended up in the unexpected role as hostess. Fnends and

f d y would gather at the house to spend time with the dying person and it would be the
primary caregiver who had to get the coffee, feed them and sometimeq entertain them.
The caregivers found this role exhausting; taking up precious time and energy they saw
better utilized addressing specific care needs of the dying person or resting to conserve
their energy.
It was very tiring. You don't realize how tired you are until aftenvards. A lot of it
was the things you had to deal with. It was not uncornmon to have fifieen to
twenty people here during the day, just dropping in to visit. Constantly haWig to
entertain. When he went to sleep, these visitors would still want to talk, so there
was never any rest time for me.

It used to tick me off, the first few months at home. People would come to visit
and sit there like it was a coffee house; from 7 am to 3 am steady going with soup,
coffee, sandwiches. 1 decided to do like a hospital visiting time. So 1 told her it was
too hard. 1 didn't have time to do as much for her when I'm out there doing dishes
and rnaking soup and sandwiches. They would just sit there and smoke and gossip,
not even spending time with her. 1 told them they could come from 1 to 3 pm and
6 to 9 pm. That was it.
There was also a sense of endlessness to the task of caring. One caregiver aptly

described it as "a merry-go-round." Al1 the caregivers agreed that the role of caregiver
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consumeci their time and energy. They were exhausteci and did not even realize how tired
they were. niere was littie tirne to reflect on the experience and little time to consider

their own needs. They learned to cope by taking one day at a time.
1 would go home after work, make supper. 1 would lave and go the hospital until
930 or 10:OO pm. Go home, throw a load of laundry in, get it out and go to bed.
Get up the next morning and go to work. It was a routine. I was sort of on

autopilot.
You just go, go, go. And there doesn't seem to be an end to it. 1was at work, at
the hospital and at home. What 1 remember most is being so tired and no solution
for it.
Health Care Svstem Personified

Through this study we learn about the interaction of the family caregiver with the
health care system. Developing a relationship with the professional caregivers was vety
important to the family caregivers, both for themselves and for the person who wss d*g.
To be able to tma these professionals to guide them through this expenence; to show
compassion and to share knowledge in a way that was reassunng and helpful were
panunount to the cornfort level each family member had with their role as pnmary
caregiver. Caregivers did not separate the professionals from the health care environment
that they work in. The result was that the sense of responsiveness of the health care
system to the caregivers' needs was personified in the professionals who work within the

system.

The relationship with heaith care professionais

A. Positive experiences
Where the caregiver felt a sense of compassion, trust and connection with the
health care professionais, the care received by the dying person and the support to the
caregiver was perceived as positive.

The caregivers had distinct notions of the attributes nurses should have in order to
provide good care. They were looking for compassion and warmth in the care provided.

They appreciated helpfiil gestures that went above and beyond the "cd1 of duty;" the
provision of a small cot, for example. They felt closer to the nurses who were able to share

in their emotions. They described the nurses as "human," if they showed emotion in
reaction to dying and de& Consideration of the family caregivers' needs was paramount
to their definition of good a r e .
The nurse took my sister and 1 into a quiet room. We cned together. Nice to know
nurses are human; don't always see that side.
We had one wonderfiil nurse. We loved her. She had a good sense of humour. It
was her persodity. She was gentle. There was caring al1 over the place. Real or
imagineci, it was there. She just cared and showed it. Probably took more of a
persona1 interest. And the day he died, when we knew he was going to die, she
was there.

The care that was provided in Thompson was considered "small town" when
compared to the care in Winnipeg hospitals. Some of the caregivers expressed a
prderence for care in small town hospitals where there was more familiarity with the dy*g

person and "you are treated like a person." One caregiver felt the relationship that

developed between the nurses and the dying person was two-way. When the dying person
showed interest and the willingness to interact with the nurses on a personal as well as
professionai level the nurses afforded the dying person more consideration in the care that

was provided.
They were caring in Winnipeg but it did not compare to the consideration and
understanding in Thompson. 1 think it is familiarity as well. 1 don't think the staff
here had any more time to spare than the staffdown south had. It's just the are,
the farniliarity with the client and it works both ways. If a client is interested and
knows a little bit about you and cm interact with you on a personal level as well as
a professional level then you are going to have that warmth.
ii. The physcims

Positive interactions with physicians were defined by the caregivers as the ability of
the physician to respond to their needs. The family caregivers' needs as they related to
physicians included maintaining contact and timely responses to concems about changes

in the dying person's hedth status. Where caregivers reported satisfaction with the care
provided by the physicians there was evidence that the physician had established a pattern
of contact with the farnily caregiver through home visits or the telephone. In addition,
physicians responded to calls for help by the caregivers in the middle of the night.
The doctor here was tremendous. You could depend on him. He visited once a
week. You wuld hear his truck coming a couple of minutes before he got in the
driveway. Every Sunday he dropped in. He was extremely good.
The doctor was able to manage his pain. One really bad night the doctor was there
three times. At 3 am 1 asked if there wasn't anything more he could do. He said the
morphine might make him more agitateci and make it worse. 1 said it can't get any
worse. He gave it to him and he slept for twelve hours.

Caregivers had iittle control over the unfamiliar environment of the hospital and
reacted with hstration and anger when there was inconsistent or inadequate care. The

dying persons faced rnany indignities at the hands of uncaring professionals. Concerns

r a i d by the caregivers were neither acknowledged nor addressed. Little consideration
was given to the family caregiver's role in the care.

i. The mrrses
The caregivers were anxious to develop tmsting relationships with the nurses who
provided care to their loved one within the unfamiliar environment of the hospital. They
felt that if they could trust these health care professionals to provide the care their loved
one needed, they would be relieved of some of their burden as sole caregiver. Many of the
caregivers were disappointed with the care their loved ones received fiom the nurses in the
hospitai setting. Caregivers reported instances when errors were made in treatments.
There were poorly trained staf'F who behaved in an unprofessional manner by complaining
&out each other, talking "around" the patient and generaily not doing their job. Al1 of this
resulted in an uncarhg atmosphere where the dying person was not treated with dignity
and respect.

They didn't know what to do with the tube. It was Iike they were scared of it.
They lefl hûn lying without the patch on the tube for one and a half hours. Instead
of leaving it open, they could have covered it with a gauze and said when they
were coming back or they could have finished the job before leaving the room.
1 was ves, unsatisfied with the nursing care in Winnipeg. She didn't get, she
wasn't given the enema, or "go-lightly," whatever they cal1 it before the surgery
for some reason. So she soiled her bed and they were mad at her. The humiliation
was great. And then when they were getting her up, she was having her menstrud

period and they walked her down the hall with blood dnpping d o m her leg. It was
just such a, oh God ...in terms of collecting the misfortune it just ...if it happened to
one person here and one person there, but it just kept coming. I had no idea what
the circumstances were. I don? really care.
N. The physcians

Physicians held the key to the health care system for the caregiver. It was the

physician who made the diagnosis, detennined the treatrnent and directed the care that
was provided. When the physician did not make himnierself available to the caregiver
there was a certain Ievel of fhstration. When it was believed that the physician made

errors in judgement which resulted in misdiagnoses or he/she did not respond to changes

in the dying person's condition, the caregiver reacted with anger. The physician was
sometirnes the scapegoat for al1 the anger the caregiver was feeling; anger about the
u n f a h e u of a loved one dying and perhaps anger that the caregiver's life had been tumed
upside down by involvement in the caregiving expenence.

Why didn't they check hirn for cancer. The excuse was that they didn't think to
look for it in a kid that age. 1 was very angry at the medical profession, at his
doctor for not checking everything first.
I needed a form signed by the doctor for stress leave. 1 told hirn my mom was
dying and 1 couldn't think of anything else right now. He said, "Well, everybody
has to die" and started teiling me his own problems. 1 slamrned the paper on his
desk and told him to shove it. M e r that ... maybe he was the one 1 focused aii my
anger on.

C.n e home m e ewerience
The experience family wegivers had with the home care program was different
than the nursing w e provided in the hospital setting or by the physicians. The caregivers

had more wntrol over who delivered the s e ~ c e in
s their home. If the dying person was

uncornfortable with a particular worker or the worker was not providing care in an
acceptable manner, they were replaced. The caregivers did not, however, always have
control over the type of service that was offered because of restrictions on what the home
care program could provide. Relationships developed with particular workers and as with
other parts of the health care system, the satisfaction with the home care program was

measured by the personalities and pefiomance of the workers who provided the are.
The home care workers did a wondemil job helping me. They offered twenty-four
hour care, but afler the first weekend 1 said we didn't need that much, just
someone during the day so he was not alone. 1 went back to work. Home care was
there eight to four, until the girls got back from school. He was happy with his
home care workers. It would have been nice for the home care workers to be able
to take him out for walks, to get away from the house. But home care is arictly
for the home.
There were two home care worken she took to because they were there most,
four shifts a week each. She really liked them. There were some worken she said,
" Don't you l a v e me with that one." One worker she complained was too rough.
Eventually that worker didn't corne anymore. 1 told somebody to send someone
etse.
With the provision of home care services, caregivers were faced with the prospect
of having to open their home to strangers at a very wlnerable time in their lives. They
recognized that this would infnnge on the privacy of the fêmily unit. Some farnily members

did not want to share what little time they had left with the dying person with outsiders.

The caregivers weighed the discornfort of opening t heir home to outsiders against their
need for help in caring for the dying person.
The hospital suggested home care but dad didn't want no strangers in the house.
But I told him I wasn't getting any help fiom him and 1 couldn't do it al1 myself.

How do I handle this person? They talked about home care but it is something
new. You don't know what you think of someone else in your home. Your privacy
is taken away.
The farnily caregivers came to appreciate and rely on the assistance from
fomialited health w e senrices. They realized they would not be able to cope without
these services. One caregiver was grateful that the home care services were increased even

when fàmily members were staying in the home. With the assistance of these workers, the
f d y members were able to spend more time visiting with the dying person. One of the
caregivers became afiaid that the seMces would be taken away if a reassessment of their
needs demonstrated the seMces were no longer required because the dying person had
shown some irnprovement. There was also a fear that if the workers hurt themselves or

were not available they would not be replaced and again, the caregiver would be lefi on
his/her own.

She needed two people, one home care worker and someone else to Lift her out of
bed, sit her on the commode and to go to the recliner in the living room. The home
care worker would tell me to go out, that she would be fine. I would tell her, no,
d 1 needed was for her throw her back out and then she wouldn't be there
tomorrow. Then what would 1 do.

The home care worken becarne an integral part of the caregiving experience,
providing a support that was seen as valuable for the family caregiver. Individual workers
deveioped relationships with the family caregivers and the dying person. They became part
of the idormal network that surrounded the family unit with support. Workers would visit

between shifts or stay longer than the scheduled houn. One caregiver related a tender

moment when a night worker stayed into the next shifl because she knew the death was

close. There were even situations where Iasting fiiendships developed out of the initial
provision of care.

One of the home care workers developed a tiiendship with us. Today, 1 am still
good friends with her. She came to the hospital several times on those last few
days. She said, "Maybe 1 shouldn't be here. I only knew her for the 1st few
months." 1 told her, "You are part of her life. You corne."
Knowledae and understanding

The relationship with the health care professionals described in one sense, how
information was shared. The type and content of the information shared by health care
professionals to aid the caregiven in increasing their knowledge and understanding was

also identifid as an essentiai need by caregivers. Many of the caregivers were interacting
with the health care system in a significantway for the first time. To help them perform
the tasks expected of them as caregivers, there was a great deal for these caregiven to
l e m and understand about cancer: the possible treatments, the progression of the illness,
symptoms, and even what the death would look like. Al1 this information to be absorbed at
the same tirne as the f h l y caregiver was engulfed in the emotions of losing a loved one.
There were challenges for the caregivers. They needed to know what questions to ask and
they needed someone there to answer their questions. At the sarne time, they feared what

they may be told.
A. He(pful infmtutiun
Some of the caregivers felt they were given adequate information to increase their
cornfort level with the situation and to provide care to their loved one. One of the
caregivers expressed satisfaction that consideration of his needs was given at a t h e when

it was difnnilt to think rationally. Some had their questions answered, were included in
m-g

decisions about treatment, and were i d o d of the progression of the illness.

This MRI scan, amazing. They showed me the tumour before radiation, lodged
right in the centre of the spine near the brain stem. It was almost like a little snake.
And they showed me after and it was srnaller. There was never no cure but at least
it showed up so s m d that it never caused her any pain. Anything that went wrong
with her or anything that was going to be done, the doctors would explain it to
both of us.

For the majority of the caregivers, the information provided was not enough.
There were two main problems. There were very few offers nom the health care
professionals to provide information. It appeared to be the responsibility of the caregiver
to seek out information. This was fnistrating for the caregivers because often they did not
lcnow what to ask. Often, their emotions interfered with their ability to think clearly.
Reading materials were difficult to focus on and therefore difficult to comprehend.

To me, there is a failure as to information. Maybe 1 didn't know the right people to
go talk to. Maybe 1 didn't ask the right questions. It is so much of a shock. No one
offered information.
The second problem was there was no one readily available to answer the
caregivers' questions. Many caregivers felt they were imposing on the hospital staffs t h e .
One caregiver said she was reluctant to ask for staff time because they were clearly busy

with a large patient load. They recognized stafFwere "mn off their feet" due to staff
shortages and did not want to add to their load. For some, the role of the family caregiver
was devalued within the heaith care system. There was minimal acknowledgement of theu

need for information and they were excluded fkom the decision-making process.

You don? know anything. You donPteven have the questions to ask sometimes.
He turned black from the transfusions. Being totally ignorant. 1didn't know you
could recover fiom being ail black. But no one says, oh, don? worry, that is okay.
And that was awful what happened to his mouth. I f 1 had known, 1 could have
made the effort to c l a n bis mouth every day. No one said anything about that. At
the end his neck swelled up. 1 never did ask enough questions because it was too
shocking.
The caregivers did not want to always rely on the professionals for information.
They were anxious to seek out individuals with the same type of cancer who would be
able to share experiences at a personal level. These individuals were not readily available,
however.
There was no one with the same type of cancer for us to talk to. No one outside of
the nurses and Cancer Society who could tell me what to expect when 1 came
home. 1 found that hard.
One caregiver related her expenence of receiving the right type of infionnation at
the wrong tirne and the shock that can cause. She was told that her husband would die a

p a l death at a point when she did not even know he was going to die. The nurse did

not take the time to find out what the caregiver knew nor what her emotional state was.
Further, there was no consideration given to the fact that the caregiver was in an
unfamiliar environment, away fiom the natural support system she had in Thompson.

This woman came up to me and introduced herself She was a nurse. She told me
to sit d o m and said her husband had died this way and it is a temble way to die.

She wanted me to know that right away. 1 didn't even know at that point that my
husband was going to die. She said he had cancer on his spine and will be no time
at all before it ends up in his brain. She said you've got this and this to expect.
That was like, "Welcome to Winnipeg!" This Iittle back ache had tumed into a lot
more.

C. The proposis
The moa diffidt type of information received by the caregivers was the
prognosis. This information confirmed for them that their loved one was, in fact, going to
die. In many cases, they were dso given a time frame of when it could happen. The
caregivers agreed that this idonnation was necessary to know so they could mentally
prepare themselves for the irnpending death, but also so they would have time with their
loved ones to finish unfinished business.
The doctor told me...1 suspecteci and he confirrned it, that he would not corne out
of hospital. Ifyou have an honea doctor who is prepared to tell you how things
are, then you have tirne to get your house in order. 1 think that is important.
Doctors laid it on the line to us, spelled it out. We weren't under the illusion that
this was a light illness. We were aware that it was serious right fiom the start.
M e r the operation the whole family met with the doaor for one and a half hours.
We were able to ask al1 the questions we wanted. The one 1 asked was how long
did she have. He told us then.
We were ail there at the hospital when the doctor gave her the diagnosis. We
asked if they could operate and he said no; the only treatment was radiation to
shrink the tumours, and chemotherapy. And the way he said it &st was like she
would live five to seven years. And then another doctor came in the aftemoon and
there was just me and her and my aunt there and he said something else. And then
another doctor said something else. There was too much difference fiom each
doctor so I pulled one aside and asked him the bottom line truth. And he told me
that she was terminal and only had about a month.

When the time frame of the prognosis was not accurate, it created confusion and
mistxust. This was especially true when the time frame was considerably shorter than what
the physician predicted. The caregivers were mgry at the physicians. They felt deceived;
cheated out of precious time. It interfered wiih their ability to work through their grief
September they told him, "You've got five years to live. This is malignant
melanoma. We think we got it dl." On the 19 th of January he saw doctors and

they said to him in those few days he was there that he probably had a year to live,
and he was dead in a month.

It's me, accept what I say because you are intelligent and I'm intelligent. Then
explain to me why he died when you said he has a year to live. And why was he...
you actually said he was getting better on Thursday, and why is he dead on
Sunday? You are constantly being, not lied to, but you are told things.
In some cases, the caregiver made the choice not to tell the dying person how long
they had to live. They were anaid the dying person would "give up" if they knew they only

had a short time lefl. Sometimes, the physician made the choice not to tell the dying
person. There was concern that the dying person would not be able to cope with the
information.
1 asked him if he really wanted to know how long and he said, "1 don't know." 1
said, "1 don't think so because you'll keep thinking about that date." 1 was &aid

that ifhe kept thinking of that date, he would sort of give up as it got closer. And I
wanted him to fight.
She was so scared. That is why the doctor didn't tell her how long. He said they
deal not only with the disease, but the person. He thought she couldn't handle
everything at once.

D.Prepming for the death
How does one prepare for death ? Given the nght information provided in a
compassionate way, the impending death rnay seem easier. In one case that happened. The
caregiver and the dying person were able to find cornfort in knowing the death would
iikely be gentle.

He had asked how he was going to die and the doctor told him since he had brain
metastasis he would probably just go to sleep. That was comforting. He had
thought for the longest time that his liver would continue to enlarge until it just
exploded and that would be his demise. This had been in his head for some time.

If the caregiver is not prepared for what may occur in the final hours or moments
before death, that time cm be disturbing. The mernories of that time may interfere with the
grief process. One caregiver felt she had not been given adequate information to help her
cope with the physical changes that occurred nght before her loved one's death. It was a
fnghtening time for her.

The end. 1 was not prepared for that. The final hours, the way she was breathing.
Death rattle. 1'11 never get it out of my head. No one told me what would happen. 1
phoned the hospitai and asked what to do. They said, "She has signed the directive
and doesn't want to be resuscitated. She wants to die at home. If you bnng her, it
could happen here." 1 phoned the doctor three times.
Advocacy role
In response to the inadequacies of the care provided and out of the need to

protect the dying person, the caregiver oAen assumed an advocacy role. As one caregiver
stated, "OAen the caregiver is the liaison between the individual and the outside world,
and between the doaors and nurses." The caregiven communicated with the health care

professionals on behalfof the dying persons. They tned to ensure the care the dying
person needed was provided. The challenge was for the caregivers to try and affect change

as outsiders in a less than adequate care environment.
She needed a minder, someone to advocate for her and who could be there at the
hospital. 1 was kind of the trail blazer in terms of trying to solve problems. 1 was
kind of the major mover. If something needed doing, I came and k e d it. She was
in incredible pain and they brought a piece of equipment that wasn't working. It
didn't work and it didn't work. 1 had to go out and threaten to c d the surgeon
before they fixed it .
Changes were made at the hospital to accommodate us. They got a larger room
with a TV and VCR 1advocated for readrnission ont0 the same ward. 1 told him
something good has corne out of this iilness, so it has not been a total loss.

S u ~ ~ ofor
r t the Careeiver
Where did the caregiver get the support they needed? What type o f ~ p p o fwas
i

moa helptiil? This theme addresses the support the caregiver received from friends,
famiy, the community, the clergy, the social worker, and tiom their workplace. There
were times when the support provided met their needs, especially when the support came
from fiends or family. There were more times when there were gaps in the support
provided, especially from formal services. Caregivers needed support that was mainly
emotional in nature; a sense of "being there" to acknowledge the burden the caregivers
were facing. The caregivers needed to know someone would be there to relieve them in
whatever way was needed, even if they never actually took advantage of the assistance

with the are. Caregivers also looked to their own coping mechanisms to regain control of
the situation, although the majority of them adrnitted they did not do a very good job of
looking d e r thernselves.
Friends
Caregivers taiked about the support they received through relationships with
f5ends. There were fiends who remained by the caregiver's side to give them cornfort and
support. It was the contact with people who cared about them that helped them cope with
their caregiving role. These fiends helped them "escape," even if for a brief time, by

givhg them an outlet to release their emotions and an opportunity to regain their strength

and carry on.
I'd be crying, have a good talk and be fine &er. It's great to have a good fnend
that you can talk to and tell him how you feel, really feel. It makes you feel better.

Friends came to Winnipeg, visited at the hospital then took me to the hotel. We sat
and laughed, drank wine, ate pate. 1 cried the whole time and it was the best thing
for me for them to be there. 1'11 nwer forget. 1 owe them forever for that night.
The caregivers found that there were fnends who backed away. These fnends

could not stay involved because of their own readions to cancer and death. Caregivers
were hurt and disappointeci, but understood in a very forpjving way. The hardest part for
the caregiver was trying to rationalize theu fnends' behaviour to the person who was
dying and needed them there.
At first, people called to see how he was, then just a few close fiiends. No one
came over. People didn't come because they knew he was dying and didn't know
what to say. People are scared. They walk around on tiptoes, felt it would be a
homble, maudlin type experience if they visited.
Some fnends had diiculty dealing with her illness. A couple of them stopped
comhg around. She recognized that and asked why they didn't c d . 1 couidn't
really give an answer.

Some caregivers received support from farnily members. That was especially tme

when the caregivers were providing care to a parent or other family member. Their
spouses took over the management of their own households. That enabled the caregivers
to focus their t h e and energy on the dying person.

My husband was very, very good. Very supportive. He picked up dot of the stuff
that 1wasn't doing. He got groceries, did the laundry, vacuumed, made supper, do
the dishes. Sorne evenings he would come with me to the hospital. When 1 was
late he wasn't angry. There were no fights, no arguing...when I went in he just got
up, plugged in the kettle and made me a cup of tea. He didn't say a lot but it was
just the things he did were supportive.

The caregivers providing care to their own spouses had the most difficulty getting
support âom within the family. Many of these caregivers had little or no f h 1 y in

Thompçon and therefore f ~ l mernbers
y
would have had to travel great distances to be of

any assistance. Family can be a na-

source of support and the absence of that resource

increased the wegivers' sense of being alone with the caring experience. It is the kind of
support we take for granteci and often do not miss until it is not there. One caregiver was
able to seek refuge with her family while her loved one was in a Winnipeg hospital.
And then I'd go back to my mom's. I have no idea why 1 did. 1 could have stayed
at a facility near the hospital.
The comrnunity

The caregivers found that their social or comrnunity activities were a f k t e d by the
caregiving expenence. For the most part, they were too busy to continue the activities
during this time. These activities were seen as unimportant or unnecessary when weighed
against the precious little time left to spend with the person who was dying.
Did not think about or do any other activities at that time. I knew we had such a
short time, 1 really didn't think about those things.
Social life ? I don't think we had one. No, it was simply home, work, hospital.
Went shopping just to get what we needed. There was no window shopping.
There was support fiom clubs or organizations of which the caregiver or the dying
person were a member. Items or tasks that were provided included equipment, house

repairs or renovations for a ramp, and food packages. Community members were more
cornfortable with sharing the dying expenence when they could provide someuiing
tangible to the family.

Grey Cup weekend, his four brothers were here. I thought, 1 can't feed the% 1just
*ui't. The girls fiom the Curling Club arrived with two boxes of food. They didn't
even know the guys were here, they had just wanted to help. Just when you
thought this was enough, someone would corne to your rescue.

The social worker

Sweral of the caregivers found the support from a social worker integral to th&
abiiity to cope with this expenence. In a couple of cases, the social worker was part of the
psychosocial department of a Winnipeg hospital. Others were community-based. The
caregivers recognized the importance of being able to talk about their feelings. They
needed a d e , nonjudgemental environment in which to share and to "let go."
I'm pretty strong and 1 don? sit around feeling sorry for myself That is not my
nature, but 1thought, you had better do something or you will go insane. 1 went
down to the psychosocial department and saw a social worker. She was my Godsend. Her job was to be there for families. And 1just went down there and said, " 1
have to tdk to someone, 1 have to talk to that person right now." That social
worker was my salvation. Without the social worker, 1 would have gone nuts. A
lot of good 1would have done.
1 saw a counsellor on a very regular basis. That was to deal with other issues
though. She was super because there were times when 1 would go there and 1
would flnd myself relaxing. When 1 got relaxed, 1 would talk lots, really snotting
lots...she just brought out the Kleenex. That was a support because it gave me

some s o n of reliefjust to be able to ramble. It braced me a little bit to go home,
get supper and go to the hospital again.

Spintual guidance or support was important to several of the caregivers. Some
caregivers sought and received comfort and help from a member of the clergy. Others
reiied on their own imer spirituality to give them strength and guidance. The need for
spiritual mppon was not immediately evident to dl of the wegivers. In some instances?

the support from a clergy member happened by chance. Some caregivers wished they had
thought of it sooner. Those who found comfort in their spirituality were not alone with

the burden of the caring experience.

Maybe it was Our f&th in God by which we were able to deal with this. We are a
family of very strong faith. We lefi it in the Lord's hands. No question that her We
was extended a year and a half 1 think that carried us through. God looked d e r
me through al1 this. I didn't have to do a lot for myself'.
The work~lace
The workplace became an unexpected source of support for the caregivers' mainly

as a diversion. It was a means to focus on something else, a place of refuge or an escape,
for a short tirne.
What kept me sane through this whole thing, kept me balanced was separating
work fiom everything else. 1 felt it was an intrusion for the home care workers to
cal1 me at work to discuss her care. Work was my out.
In most instances when the caregiver had to take time off of work, the employers
were very accomrnodating. One employer who hlly understood the magnitude of the
cnsis the caregiver was facing, advocated for extended sick leave for her. Even COworkers assisted where they could.

I was fortunate at work. There were three women on the spare board anxious for
shifts. And there wasn't a time, God bless them, that 1 ever called that one of them
couldn't go at just the 1 s t minute. 1 worked a flexible job. 1 could have taken a
"leave" if 1wanted.
There was one case where the farnily caregiver lost her job because of the demands
at home. The caregiver felt trapped in the caregiving role. She was not able to get the

support she needed to maintain her job. The workplace would have been an important
refuge for that caregiver.
Loa my job because 1 wanted to stay with her. Couldn't work on weekends
because there was only one home care worker available. 1 didn't realize at the time
1 could have drawn UIC.1 didn't quit my job, they let me go because they couldn't
l a v e my position open. There was no way 1 could go with a srnile and not be
womed about what was going on at home.

Self-care
The caregivers were quick to acknowledge that they did little to look after
themselves. Some, however, had the insight during the experience to grab moments for
themselves; to use their own coping mechanisrns to help get them t hrough the caregiving
experience. When the dying person was in hospital, some of the caregivers made the
decision not to stay at night. They clearly needed that time to rest. One caregiver said?
"Didn't spend nights there except for a couple; our last night together, that sort of thing. 1
knew 1 couldn't take it."
Other caregivers found creative ways to look after themselves. One brought her
own nutntious food to the hospital. Another kept a diary of everything she was thinking
and feeling. One other caregiver found strength in laughter. "Need to find humour.
Don't want to be down in the dumps al1 the time, even though it is not a happy time.

Needed laughter every now and then."
After the Death: Reflections on the Careeiver Exnerience

When s u ~ ~ owas
r t not there
What becarne ovenvhelmingly evident from the i n t e ~ e w with
s the caregivers is
that they did not take good care of themselves and they often did not have the support that
they felt they needed during the dying trajectory. They were, however, able to identa

what would have been a support to them at the time. There was a real sense of feeling
alone in the caregiving role in spite of al1 the family, fiiends and health care professionais

around them. One caregiver described it this way, "And you would sit there and you
wodd cry and there would be nobody to put their arm around you and Say, "Hey, it's

going to be okay." Other caregivers agreed.
Why am I sitting here in the dark al1 day and night while this dnp goes through and
why isn't there somebody else here? What are they doing? Poor me. 1wanted
someone to take over once ui a while. 1 didn't want to be the most important
p e m n there J I the time.

Both his and my parents are gone. You feel pretty alone in that big world when all
this is going on. Like it would be nice to say, "Hey m o n can you come and give
me a hand?" And you don? have that.
NO one offered me a lot of help. It seems like you are kind of in this boat on your
own a lot of times. Maybe if 1 went searching a little more. But tirne was precious.
You don't really want to go chasing. 1 think you are afraid to go out on your own
and search it out.

During the experience many of the caregiven were too overwhelmed with the
d d y demands and the impending loss of their loved one to be able to identifi their suppon
needs clearly. Many of h e m were driven by an expectation they had placed on themselves
that they had to be strong for the dying person and the rest of the farnily. There was a fear
that if'they stopped, even for a short time, they would become imrnobilized and unable to

carry on.
1just tned to keep busy. 1just put myseifin high gear and it was like, don't let
yourself come down because 1 knew if I did 1 would be forced to give up or take
time out. It was just sort of autopilot. 1 tried not to feel. 1 did pretty good. 1
succeeded for...no, 1 didn't succeed. I didn't feel any tiredness or any concem for

me. I was totally out of the picture. Sol 1 didn't do anything for me.
1 would keep it inside. 1 think I blew twice, which isn't bad for eleven months. 1
didn't do a very good job looking after myself. 1 should have got out more.
Sometimes 1 would think 1 was going to crack.

In some cases, physical syrnptoms developed as a result of the stress of the
caregïving experience. One caregiver lost twenty pounds in three weeks. Many of the

caregiven had difnculty sleeping. One caregiver had limited time to sleep because of the

caregiving demands.
1 t r i 4 to get a few hours sleep each night. 1 wasn't even aware that 1 was tired. It

was like being on a merry-go-round. Days and nights just flowed in together and
not a lot of rhyme or reason to anything.
Some of the caregivers expressed hstration that their physical needs were not

addresseâ when they approached physicians for assistance. The impact of the caregiving
expenence on them was not acknowledged even by the physicians who were attending the
dying person. They had dficulty getting appropriate medical care and there was little
compassion for their needs.

I had trouble sleeping. No one would prescribe anything. They said read a book. 1
went on no sleep because of tension. Got home from work and my body would go
into gear. They were &aid 1 would become addicted. A mild sedative would have
been a big bonus.
The next day d e r he was diagnosed 1 had a tremendous migraine headache and 1
didn't know what to do so 1 took some of his Tylenol3. 1 must have had some
kind of reaction to it. 1 was in pain. The doctors asked me what was the matter.
So 1 told them and they just kind of went on talking about what the treatments
were. I'm kind of trying to take it al1 in and of course you went through a whole
day of ordeals and being told this. No sleep, a lot of crying. They didn't say,
"Take diis or do that," or "Maybe you should talk to so and so." There was
nothing. They were just there to tell you about the patient. When peopie are in the
hospital they don? think about the partner. They don't think, hey, these people
aren't fiorn Wuuiipeg, or what you are dealing with, how are you contending,
which 1think they should give a little consideration.
Bereavement

AS the caregivers reflected on the caring expenence, they talked about their grief
process and how they were rnanaging at the time of the interview. Some of the care@vers
talked about the importance of getting the loved one's &airs in order after the death.
Then, as one caregiver suggested, "You can cal1 your sou1 your own". This would help the

wegiver adjust to the loss and get on with hislher Iife. Some of the caregivers had
wondered if they had done enough to help the dying person, but quickly related that they
recopnUed that it was not healthy or productive to spend the rest of their life doubting

what they had done. The hardest part for the caregiver was missing the person who had

It was September before 1finally discussed hirn in the past tense. I ended up in
hospitai. 1think it was because 1 slowed down a bit and everything jua crashed in
my body. It was just my body telling me 1 needed a rest. 1 was off work for three
weeks. Sometimes 1think now if 1 had fought more, if 1 had learned more, maybe
he would be alive. 1 don't want to go through with any fkiends or family what 1
went through with him. I don't want to see them go through that. It was so hard
when they lowered him. 1 know it was his body and wasn't his soul, but I'm not
going to be able to physically see him, joke with him, talk with him, give hirn heck
al1 the things we had before.

This death has made me a stronger person. 1 always spoke my mind but 1have to
do it more now. He had a peacefùl death. Maybe that is why I'm relaxed about it.
He is not suffering anymore. That keeps me going. The second year is harder than
the first, especially anniversaries. Mernories keep popping up and M i n g hard. 1
can sit and joke with fkiends, share memories, talk about him up in heaven. It feeis
good to hear people ta& about memories of hirn and to joke. Some people don't
know what to say so they avoid me. Some go a different way downtown. I ~ O W
they saw me. It hurts when people do that.

When caregivers were asked what advice they would give to future farnily
caregiven of a loved one in the terminal stage of cancer, they were very similar in their
responses. They were quick to recognize that it is important for the caregiver to look after
themselves, even though most of them acknowledged that they did not. Looking after
themselves included having someone to talk to, taking time out and physically keeping
themsehes healthy. They also agreed that the caregiver should access any resources

avdable to them, whether that is informal support though family and niends, or f o d

Don't hesitate to talk to somebody, within family or outside, about how you feel.
Ifyou keep it inside, it grabs and bums. You feel resentment or "out of sorts." Try
not to lose patience. It is not going to be easy. It is really time consuming. Going
to find it difncult; there will be times you wish you never started but in the long
nin, it will be very satisfjmg.
Do what you feel you want to do within the limitations of your life. They need to
know someone loves them. There is a lot of codort for the heiper if you've done
what you thought you would like to do. 1 think it must be really hard to Iive with
"1 wish 1 had, 1 wish 1 had, or I should have," that sort of stuK
Look d e r yourself Give yourself as much support as you cm. L e m to pace
yourselfone way or the other, whether it is through having a nurse or family or
fiends stay with the person if you don? want this penon to be done. You have to
be able to look d e r yourself before you can look after anyone else.
One of the things as the primary caregiver is to accept whatever anybody else has
to offer and not be critical when they can't; have no expectations. When someone
is dying we don't know how it is affecting everybody and everyone just sort of
reacts in the only way they can. As a caregiver you have to be grateful for al1 the
redy good things that happen.
Ask an absolute million questions. 1 don't know if you can prepare yourself with

enough knowledge. Ask al1 sorts of questions and don't be intirnidated by anyone.
Ask in a nice way though. Be prepared for an awful lot of arnbiguity because they
ofien don? know what they are doing.
Recommendations from caregivers
Finally, the caregivers offered some recommendations for improvements in the way

care is provided in the hospital by health care professionals. One of the most prominent
suggestions was in reaction to hadequate sharing of information. The caregivers felt there
should be a designated staff person, whether that is a nurse, a social worker or even

someone fiom the Canadian Cancer Society who can act as a patient or fiunily advocate.

Theu main or sole responsibility would be to provide information and support to the dying
person and the family caregivers. If there was a designated position, these very important
responsibilities would not be put aside or forgotten by the other work pnorities or
demands.
1would like to see fiom the Health Science Centre - they have been dealing with

-

cancer patients and families forever when a person walks in, they say, "Look this
may or may not happen but these are the resources available to you." There are
brochures there but you haven't got time to sit down and read them. Whatever you
can do to alleviate some of the suffering of the caregiver, also helps the patient.
Whatever support, help, information, whatever you can give to strengthen that
caregiver. Maybe the social worker is the person that has to be there for the
caregiver with the information. It is hard because not everyone wants information
or needs the sarne amount of information or as in-depth. The social worker could
contact the caregiver, make them aware of the options in terms of knowiedge,
facilities, etc.
The caregivers suggested there would be improvement in the care provided if

there was a way to provide consistency in the staffing. One caregiver suggested that three
nurses should be designated to work with one patient, one for each shift. Consistent care

was synonymous with compassionate care for severai of the caregivers. Nurses must give
their patients the time and respect they require. When someone is dying, they must be
comforted in a blanket of caring to help ease the dying process for themselves and their
family members.
1 think there are people out there who are able to say, "Yes, 1 know this person is
going to die and that is okay. 1 know that and if 1 care for this person I may grieve
their loss even though we have only known each other for a week or two. But
knowing that, I'm really good and I'm going to do this because 1 know what these

people need."
The caring is there, but the sensitivity is not. Nurses do not always get it through
that they do care even while they have a lot of responsibility and stress. You are
there, give time to the patient because they don? get very much attention. 1 don't

think health care professiomis listen to the clients and I don't think they hear them
even when they do Men ofien enough.

Summarv
The data fiom the i n t e ~ e w was
s sorted into categories under four main themes.
The four themes descnbed above did not occur independently of each other. In the m e
experience of family caregiving, each therne is woven together. Ernotional toi1 and physical
labour does not occur independently of the stresses of interrelating with the health care
system. Suppo* or the lack of it, fiom a host of social systems infiuence the success of
the caregiving expetience. One masure of the success of the caregiving expenence is the

ability of the family member to adapt to the loss after the death of their loved one.

Chapter 5

Discussion
The results show that the research methods used in this study were appropnate for
this sample population. Qualitative research using semi-stnictured i n t e ~ e w was
s

necessary to collect sufncient data from a small sample to address the objectives of this
study. The micro ethnography approach provided an oppominity to become engulfed in
the caregiving "culture," enabling the collection of data fkom the perspective of the v q

individuals who had been family caregivers.

The data collected in the interviews with family caregivers provided a rich base of
infornation to address the three objectives of this research study. The first objective was
to idente family caregiver needs within the context of caring for a loved one who is
dying. The data analysis framework developed in this study provides an outline of f d y
caregiver needs. The second objective was to identifi those caregiving responsibilities
which famiiy caregivers perceive as causing stress or burden. It became evident from the
interviews with the caregivers that it was not so much the actual tasks of carhg but rather
the ovemhelrning emotional nature of the caring experience and the interactions with the

health care system, that were at the root of the stress or burden felt by the caregiven. The
third objective was to explore potential gaps in assistance and support for family

caregivers. The caregivers were able to clearly identify where they felt they received
support and where support was lacking. There was clear evidence that there is room for
hproved support fiom the health care system.

Familv Caraiver Needs
The family caregiver needs identified in this study did not fa11 neatly into a list that
could be checked off as each need is met. Caregiver needs fell broadly into two main
categories: the need for support and the need for information. Within each of these broad
categories were several components which must be considered and which took on varyhg
levds of importance depending on the individual caregiven. These findings support
observations £tom my past practice, as well as the work of Knstjanson (1989), Degner and
Beaton (1987) and others cited in the literature review. Communication problems with

health care professionals and the lack of clear information were identified several times as
major flimily caregiver needs that were not met.
The need for s u ~ ~ o r t
As these caregivers had never been in the role of caregiver before this experience,

they had no preconceived notion of the kind of support they would require. The definition
of support varied from one caregiver to another. Some caregivers defined support as the
acknowledgement of their role in the caregiving experience and how difficult that mi@
be. Some described support in the context of being an informed part of the caregiving
"team" which included the health care professionals; ie. to have access to enough
information and the right information to be able to make informed decisions with the dying
person about the treatment and care they received. Some described support as simply a
helping hand or a tender word that validated the incredible stress or burden the caregiver
felt. Support was aiso described as the oppominity to talk about the caregiving eqenence

and express their emotions in a caring, nonjudgemental environment.
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For the majority of the caregivers in this study, the support they required was not
Limiteci to one definition, but rather was a combination of several elements. The caregivers

needed and expected the heaith care professionais to include them in the caring team while
at the same time showing the caregivers compassion and concem for their wellbeing. The
caregivers needed the opportunity to receive care in the form of support at the sarne tirne

as t h q gave care to the dying person.
A. Frienck andfamtiy

The caregivers were quite familiar with potentiai sources of support. As socid
beings, people learn to rely on family or fnends to help them in times of need. That
support is inherent to close relationships and is provided without the promise of returned
support (Neufeld and Harrison, 1995). Where there is closeness, there is Iess expectation
of reciprocity. One mode1 of reciprocity (Antonucci and Jackson, 1990) suggests
individu& in close relationships "bank" their resources while they are younger and
healthier with the expectation that as health diminishes or the person expenences a ~OSS,
they are able to access support without immediate reciprocity. Social support fiom family

and fnends in this study was a positive factor in enabling the caregiver to continue to
provide care. There were many testirnonies of acts of kindness by fiiends to whom the
caregivers wili be forever grateful.

Many of the caregivers in this smdy did not have extended family readily available
to share the caregiving load. Ofkn they were the senior members of the f d l y unit which
was comprised of teenage or adult children who were experiencing the sarne level of IOSS,
or they had siblings who were located in far away places. The caregivers who were

providing care to someone other than their spouse found that their own spouses were theû
most unconditional source of support.

Caregivers were not prepared for the withdrawal of support by some fnends and
even family members who appeared to be uncornfortable with dying and death. The

withdrawal of these natural sources of support added to the stress the caregivers felt and
they responded with a range of ernotions including sadness, anger and confusion. Family
caregivers had little tirne to maintain and numire relationships with fiiends. The result for
some caregivers was the lack of needed social suppon during that critical time "when

extrafamillia1relationships could replenish them and give them a respite fiom the family
demands that are so burdensome" ( Rando, 1984, p.339). M e r the caregiving expenence
ended, the f h l y caregivers were sympathetic to the emotional turmoil these fkiends had
experienced and some of them were able to rebuild these fiendships.
There was anger more so than any other emotion toward family members who
withdrew their support. Within the roles and responsibilities of a family unit, there are
expectations of how other family members will behave when there is a cnsis in the f a d y .
There was an expectation by the fmily caregivers that as part of the fuifilment of farnily

duty each family member would participate in the care of the dying person. Some
caregivers were able to recognize that other family members were also grieving the loss of

the loved one. Rando (1984) suggests
sorrow is the sadness, pain, and anguish that family members feel in their
anticipatory grief over losing a loved one. Many individuals fear that they dbe
ovenvheimed by this mental suffering.Because of this, they may distance
thernselves emotionally or physically fiom the dying person (ody firther
contributhg to her sorrow) or they may overcompensate with aggressive or

demanding actions to hide their tme vulnerability. At times an attitude of
indifferenceis used to camouflage the feelings. ( p.342 )
The primary family caregiver did not necessarily expect that every family member

would be able to provide the same arnount or type of care, but there was a sense that al1
family members should at least make themselves available to provide emotional suppon to

the dying person. The family caregiver assumed responsibility for ensuring the dying
person's needs were met. When other farnily members made themselves available to
provide support to the dying person, the emotional burden on the farnily caregiver was
lessened. That, in tum, served as a source of support for the family caregiver's own
emotional wellbeing.

B. Other supports
While some caregivers relied on farnily and fnends to provide support, 0 t h
caregivers relied on formal services like that of a social worker or clergy. There was
limited access to the services of a social worker, but when it was available, caregivers
clairneci the opportunity to taik and "let go" in a caring, nonjudgemental environment kept
them emotionally stable and gave them the strengîh to continue the caregiving role. This
supporteci earber iiterature which emphasizes the value of having a supportive
environment to express and work through feelings associated with anticipatoq grief
-do,

1984; Rolland, 1991). "Expressing feelings, resolving past conflicts, tending to

last wishes, straightening out misconceptions, and recollecting the mutual relationship will
mate the closure that makes the final separation more peacefùl and bearable for family

and patient" ( Rando, 1984, p. 341).

The clergy was also a valuable resource for those who sought spiritual guidance

and cornfort. Chidwick (1988) writes, "People need to find rneaning in lie.
Meaninglessness is, indeed, the greatest spiritual pain" (p.34). When people have the
oppominity to evaluate what has been accomplished in their lives, they may reach a sense
of peace and acceptance of the impending death of a loved one. Other sources of suppon

included the caregiver's workplace which served as a refuge, and community groups.
Some of the caregivers were able to draw fiom their own coping mechanisms to
maintain control of the situation. For some this meant planning tirne to rest. For others it
meant finding laughter. The caregivers al1 agreed that they did little to look afker

themselves. Many of them did not even know how exhausted they were until the
caregivhg was over. It was best described as a "merry-go-round;" one day blending into
the next without end in sight, but each caregiver anxious that the ride would stop t00
soon, meaning their loved one had died.
The need for information
Depending on individual past experiences with and knowledge of the health Gare
system, each caregiver had some ideas of what to expect corn various segments of that

systern. The overall theme was an expectation that enough information be provided to the
f d y caregivers to enable them to make infirmed decisions about the care their loved
ones received. W~ththis information the caregiver could reach a certain cornfort level with
the care environment that would enable himlher to maintain or regain control of hislher life

in a time of crisis.
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The family caregivers personified the health care system in their reflections of the
caregiving experience. Their satisfaction with the health care system as a whole was based
on their interactions with, and the performance of, various health care professionals

within that system. Encounters with individual nurses or physicians tlavoured their
perception of the overall behaviour of the health care system.

A. Home-bused care

In order to understand the diversity of the caregivers' expenence with the health
care system, it is important to separate out the care by location; that is, hospital and home.
This study did not differentiate the sample by where the care was provided, although the
assumption was that care would have been provided mainly at home versus the hospital
setting. In nine of the ten cases, this was true although some care occurred in the hospital
setting in ail cases. It appeared that the experience was quite different when the care was

provided in the home than in the hospital. For the most part, the care in the home was seen

as very positive.
There was some concern over the loss of pnvacy when services were first initiated.
Once the services were in place, the caregivers expressed great satisfaction with the
individuals that provided the care, and described the service overall as supportive and
helpfùl. Sankar (199 1) suggests home-based care of the dying can be a very powefii
experience because it allows the dying person to continue her/his life as a social being.

Sufficient supports m u t be in place in order to make home death possible.
Helping someone die at home is not sornething to be undertaken alone by just the
caregiver and the dying person. Just as home death represents a tenacious
assertion of the dying person's sonal and cultural identity over the physical r d t y

of teminai illness, so too is the experience a social one for the caregiver. It is
significant not ody for the material aspect of the support required (which, to be
sure, is of very real importance), but also for the sense of community represented
by the support, which helps emotionaily sustain the caregiver. (Sankar, 1991,
p. 195)
There were some comments on the limitations of what s e ~ c ethe
s program could
provide. These limitations were a hstration for the caregivers who did not have access to
other resources to fil1 these gaps. The needs that were not met included sufncient
household maintenance support (aibeit in that instance the senrices were provided in a
different region of the province); the ability of attendants to take the individual on outings,

as the services are strialy home-based; and access to a century tub, prevented by liability
issues at the hospital and no other resource in the community. Experience fiom my
practise supports these findings. Home care staff experience similar fnistrations with
limitations in what home care can provide based on program policies and guidelines, and
with the lack of other resources in the comrnunity to meet these needs.

The experience with the hospital system was described in t e n s of interactions

with physicians and nurses. The most tangible measure of the performance of the health
care syaem therefore appeared to be the amount, timing and type of information that was
wmmunicated by the physicians and nurses to the family members.
There was a general sense that information was being withheld from the family
members. Information around symptoms, side effects of treatrnent and prognosis were
essential to the famiy caregivers' ability to manoeuvre through the system to ensure their
loveci ones' needs were being met. Their ability to predict the next challenge within the

caregiving experience was dependent on how prepared they felt. If they had their
questions answered, family caregivers were able to assist in the care, report changes in

their loved one's condition to the health care professionals and prepare thernselves and
other farnily members for the progression of the illness. If their questions were not
answered, the caregivers felt the care received was inadequate, they felt devalued in their
role as caregiver and there was a sense of dissatisfaction with the health care system as a
whole. Degner and Beaton (1987) suggest:

The cornplexity of the health care system fosters the development of a mystique,
particularly when it cornes to the treatment of patients with life-threatening
illnesses. Patients and their families have difficulty penetrating this mystique, and
may even come to believe they have no right to do so. (p.2)
Many of the caregivers felt powerless to influence the care their loved one
received. Caregivers recognized that the health care professionals had control over the
flow of information and were not forthwith in providing the information, for whatever
reason. There was neither the tirne or energy necessary to negotiate the right to this
information.
The majority of farnily caregivers reported "a failure of information." This h d b g
supports severd earlier studies (Degner & Beaton, 1987; Kristjanson, 1989; Northouse &
Northouse, 1987; Stedeford, 198 1; Wright & Dyck, 1984). There was a sense of
hstration and anger when information was inwmplete or incorrect, not provided in a
timely manner and only when requested. The haration for the caregivers was net
howing the questions to ask. The caregiven can not hope to know what information they

need when they have had lirnited or no expenence in providing care to someone who is

critically üi or dying.

When a person is given a diagnosis of terminal illness, the person and the f d y
are in a state of shock. Their emotions flood their thought processes and they have
dficulty wncentrating. They may be told the information they need to know about what
their options are or what the risks of various treatments rnight be, but until they can get
past the shock. nothing makes sense. This may be best understood in the context of the

decision-making process.
Although patients and families often respond to life-threatening illness with
feelings of fear and grief. this does not imply that they are incapable of
participating in decision-making. On the contrary, while responding to the gravity
of their particula. situation, they are at the same time capable of great moments of
courage, generosity, and insight. (Degner & Beaton, 1987, p.93)
The caregivers were angry because the health care professionals did not consider
the dynamics of the family unit when they shared information with the dying person. The
f-y

caregivers were not recognked as an integral part of the care team. Nor was

consideration given to the impact on the caregivers of the information the professionals

The physicians were believed to have the most accurate and thorough information.
They were perceived as having a position of power which the caregivers found difficult to

stand up to. The treatment their loved ones received and ultimately, the determination of
the length of life the dying persons had lefi was in the hands of the physicians. When the

penon with the terminal illness died in a shorter time than the physician predicted, the
caregiver felt betrayed by the health care system. Typically, the caregiver responded with

anger directed toward the physician. In some instances, anger was still felt many months

fier the loved one's death. The confidence and tmst in that particular health care

professionai, and consequently, the health care system, had been dmaged.
The physicians were also described as the most difficult to contact. When

physicians did make themselves available, the family caregivers reported that they had all
their questions answered. There was considerable variation in the ability of physicians to
acknowledge or address the emotional needs of the dying person or the family members.

When the physician had a history of care provision with the farnily, they demonstrated
more compassion for the dying person and understanding of the burden on the family unit.
The family caregivers also relied on nurses for information because they were the
ones on the ward al1 the time and more accessible than physicians. The hstration the
caregivers had with the nurses was related to the inability of the nurses to take the time to
provide information. They did not assume responsibility for cornrnunicating with the f d y
caregivers, ensuring they knew what resources were available, and supplying the necessary
information about symptoms, side effects, codort measures and the progression of the
illness.
One signincant component of increasing the cornfort level with the caregivuig role,
and wnsequently reduced stress for the family caregiver in the care environment, was the

abiiity of the health care professionals to develop a relationship with the family carepiver.
A sense of "co~ectedness"and trust were necessary for the farnily caregker to feel

valued, included in the care and cornforted in their own grief. It was the antithesis of
feeling "alone in the world." One theory of caring (Morse, Bottorff, Neander, and

Solberg, 1991) wggests "caring is a mutual endeavour between the nurse and the patient.

When caring occurs, both parties must be communicative, trusting, respectfil and
committed to each other. The reciprocal interaction means that as the patient is e ~ c h e d .
so is the nune" (p.80). In the context of this study, the "patient" was the family caregiver.

They were the ones in need of mutual caring fiom the nurses. Unfortunately. many of the

caregivers were not able to develop interpersonal relationships with the nurses because the
caring was not there.

The caregivers also felt it was important for a relationship with the dying person to
be dweloped and maintained by the health care professionals. The goal of this relationship
was to minimize suffering of the dying person. The theoiy of caring that best describes the

nurse's role with the dying person is therapeutic intervention that is patient focused
(Morse, et al, 1991). The nurse is able to recognire the individual qualities and needs of
the dying person and modify her/his nursing actions to fit these needs (Brown, 1986).
This type of nursing is task oriented and can include such activities as "being present in a
reassuring manner, providing information, assisting with pain, and spending tirne with the
patient" (Morse, et al, 1991, p.8 1- 82). Again, family caregivers in this study felt the
nursing staEdid not meet their expectation of caring. This added to the burden of the
caregiving experience because the caregiver felt ultimately responsible for ensuring the

needs of the dying person were met.

Careeiver Stress or Burden
In order to clearly understand the needs of the family caregiven, it is necessary to
examine the factors that a€fkct the ability of the family member to fùlfill this role. It is

important to begin with the emotional factors of providing care. For it is in the emotional

domain that the caregiver experience envelopes the very being of the family member; it is
essence of the caring. The family caregivers consistently reported the need for assistance
coping with the ernotional demands of the caregiving experience. As described in the data,
the emotionai demands on the caregiver were great. These family members had been

designated as the primary family caregiver by virtue of their close, caring relationship with
the penon who is dying. They were the individuals that the dying persons relied on to
provide emotional and physical support. This is not to say that the family caregivers
provided al1 of the care themselves, but it becarne their responsibility to organize where
and how the care occurred, who provided the care, and to ensure the dying person's needs

were met. For the family member, the role of caregiver can be ovenvhelming.

Who are these family caregivers? Literature suggests that it is typically the women
that fùlfill this role (Crawford, Bond & Balshaw, 1994). The population of caregivers fkom

which this sarnple was derived consisted of twelve women and four men, three times as
many women. The sarnple for this study consisted of nine women and only one man. Of

the care receivers, four were fernales and six were males. It may be that there are more

men dyhg of cancer, and if'so, one could assume that caregivers who are spouses, are
women. In this study, six of the caregivers, including the one male were spouses of the

dying person. The other caregivers were daughters, a sister and a mother.

There was some evidence in this study to support the claim that caregiving is
assumeci to be "women's work" (Walker, 1986) and therefore they have an obligation to

provide the care a s part of their role in the fimily unit. However, in each case there was a
loving, natural bond with the dying person that would have precluded any obligation to
provide care. Clearly, these women were caregivers out of a desire to do so. Even where
there was felt to be an uneven distribution of labour among several children, the primary
caregivers did not see themselves needing to be replaced by other siblings, merely
supported.

Merdinger (1 995) suggests that when men provide care, there is less physical and
emotional involvement. It is perhaps unfair to make any assumptions on data collected

fiom the one male in this study. However, there was evidence of considerable emotiond
involvement in the wegiving role on his part and also physical involvement, although to a

lesser degree because there was less of a requirement for it. As aated earlier, the spouses
of the women who were the primary caregivers played an important role in providing
support to them. They were depicted as being emotionally involved in the carhg

experience both with the person who was dying and with the farnily caregiver, through the
support they provided.
The family members in this study had a primary role in the care of their loved one.

Through the data it was evident that they each had a close and meaningful relationship
with the dying person. The very essence of their relationship with the dying person created
considerable emotional tunnoil for them as they stniggled to provide emotional and

physicai care while they experienced their own anticipatory grief. Also, by virtue of their
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designation as the pnrnaiy caregiver, they assumed a major role in "keeping the family in
balance" by providing direction and support to other family members as they faced their

own grief
The Family Life Cycle mode1 (Carter & McGoldnck, 1980) provides a framework
to i d e n t e expectable f d y challenges around loss at different points over the course of
the family We cycle. The crucial variables that can facilitate or impede the adaptation

process include manner of death, life cycle timing of the loss, the socioculturai context,
and the firnctioning of the f&ly. The emotiond toi1 of the caring experience for the

family caregiver is deepened by the timing of the event in relation to the life stage of the
family. Death is more acceptai in a person's late adulthood, when the integration and
acceptance of one's own persona1 and family life, as well as the acceptance of one's own
death, are developrnental tasks for that life stage (Rolland, 1991;McGoIdrick & Walsh,
1991). An untimely death is more difficult to accept and more difficult to adapt to.
"Farnily life cycle timing and social expectations, as well as chronological years, contribute
to the untimeliness of a death and the impact of loss on s u ~ v o r s (McGoldrick
"
& Walsh,
1991, p. 18).

One half of the caregivers in this study were in the 'launching children' farnily Me
stage. It is at this stage that the family experiences "a major transitionai upheaval as the

two-generational household unit reorganizes as a marital dyad and as a couple renegotiate
their relationship, which no longer centers on child rearing" (McGoldrick & Walsh, 1988,
p.326). The impending death of the spouse or parent at this family life stage can create an

additional crisis for the family unit. Emotiond tensions that occur as the family reorganizes

are compounded by the anticipateci death. The s u ~ v i n gspouse must prepare not ody to
face the inevitable loss as the children feave home but also the fiiture alone without a
spouse.

Early widowhood tends to be a shocking and isolating experience, without
emotional preparation or essential social supports. At launching, the couple
reinvest energy in the marriage and make plans for their &ture together, with the
anticipation of sharing activities that have been postponed while child rearing
consumed attention and financial resources. With the death a partner, these plans
and dreams of a shared fuhire are lost. Other couples and fnends who are not yet
ready to confront their own mortality and su~vorshipare likely to distance. The
s u ~ v i n gspouse may be reluctant to burden recently launched children who are
not yet established or aging parents who have diminished resources and increased
needs for caretaking. (McGoldrick & Walsh, 1988, p.327)
The caregivers in the launching children stage expenenced many of the emotions
that this mode1 outlines. They grieved the lost future as a couple and the chance to grow
old together, while at the same time, had grave concems for the impact of this death on
their children.

In one of these cases the adult child was still living at home and in four cases, they
had moved away, but came back to assist with the care of their parent. While there may
be a tendency for the unattached young adult to deny the importance of family ties at this
time and distance themselves for fear of being drawn back into their parents' lives and
thereby, lose their autonomy (McGoldrick and Walsh ,1988), the adult children
represented in this study returned home for weeks, even months, fiom as far away as
Winnipeg to assis in the care of their dying parent.

There were also two cases in the 'families with adolescents' stage. The crisis in
the f d y unit is in some ways even more evident in these families. Dealing with the loss
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or threatened loss of a parent is particularly traumatic in families with adolescents. The
adolescent is often in contlict with and struggling to becorne independent of the parents.

When there is a threatened loss the parents will attempt to draw the adolescents back in
to preserve the family unit and to assist with the tasks the dying person is no longer able to
do. The adolescent is left with the guilt of having negative feelings toward the parents and
resentment that they must put their o m activities aside to help out. Adolescents may
attempt to escape the pain through acting-out behaviour with their peers such as d n W g
or stealing (McGoldrick and Walsh, 1988) and some rnay withdraw. These types of
behaviow were evident in some of adolescents and young adults in the families in this
study. The inability of the caregivers to "reach" these young people and provide the

emotional support they needed added to the emotional burden felt by the caregivers.
One of the key components of family fùnctioning that is central to the family's

ability to adapt to loss is clear and open communication. It is unredistic to assume that
because a farnily unit has a rnember who is dying, the family members will be able to
cornmunicate in an effective manner. It is important to recognize that at a time when
stress levels are very high it is difficult to expect family members to adopt new ways of
interacting. Those caregivers who had a history of open communication within the family

found it easier to discuss the impending death and to make plans for the future. One
caregiver who had a history of contlict with some of the adult children continued to have
disagreements with them around how the care should be provided. This resulted in ili
feelings that remained &er the person had died.
ûther iife issues and events caused additional burden on the caregiven. They had
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to deal with such things as fàmily members with dmg and alcohol problems, and a suicide
attempt by a family member. One caregiver was providing care to two family members

dyhg of cancer at the same time. While these events had an impact on each caregiver's
abiüty to cope, none seemed to interfere with the caregiver's devotion of as much time

and energy to the caregiving role as he/she felt was necessary or desired. In one sense,
these o k life issues became part of th& normal life responsibilities and the caregiving
role became the new priority. Bass and Bowman (1990) suggest there may be positive

aspects to the caregiving experience which may offset life stressors fiom other events.
Caregiving "may increase closeness arnong family members who find themselves facing a
common problem. Likewise, caregiving and bereavement may force the development of
new skills or strengths both in terms of emotional and instrumenta! capacities" (Bass &
Bowman, 1990, p.38). Caregivers rnay be able to use these new skills and strengths to

deal with other life stresses as well.
There were new tasks that had to be done within the role as family caregiver.
Besides acquiring responsibilities that used to be part of the dying person's role in the
famiiy' there were new responsibilities not typical of anyone's role within the family. Som
of these tasks related to the actual physical care of the dying person. For some of the
caregivers with health Gare training, prcwiding personal care to another adult was not new.
The dEerence, this time, it was their husband or mother. Never had any of these
caregiven anticipated they would be dressing, bathing or toileting their spouse, or the
parent who had cared for them as a child.

The cornfort level the family caregivers had with the penonal care tasks varied
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accordhg to their persunalities. Some spouses were very cornfortable in this role, and saw
it as an extension of a loving couple relationship. In fact, they preferred to provide the
care rather than having someone else do it. There were some who tolerated it because it
had to be done. One daughter could not bring herself to provide physical care. but
wiilingly did everything else that was needed.

[t

is worth noting that al1 of the women

caregivers in this study had children of their own whom they would have provided
physical care to as an infant and child. Perhaps this served to increase their fàmiliarity and
cornfort level with the physical aspects of the care. There did not appear to be any
significant level of stress or burden reported in relation to the provision of physical care.

Gam in Suoport and Assistance
There were vexy clear messages about where support and assistance were lacking.
As describeci above, the type of support needed included emotional reassurance, open

communication and the provision of adequate information. The caregivers were satisfied
overall with the support they received from fiiends and farnily. There were some instances
where intervention from an outside resource would have increased the ability of family and
even fiends to wpe with their discornfort and grief and in tum, be able to support the

primary caregiver. The social worker and the clergy were identified as positive and
valuable resources but were not accessed or available as fiequently as would have been
beneficial. Where there was the least satisfaction was interactions with health care
professionals in the hospital setting.
The caregivers had concrete ideas about sources of support that could be

developed. The majority of the caregivers expressed the need for a patient and family

"advocate" position. This person would have the responsibility of comecting with each
person with a terminal illness and their family entering the hospital setting with the sole
purpose of providing the information and support they needed. The caregivers were less

specinc about the qualifications of this person. Some felt the person should be a social
worker, while others thought a nurse could fil1 this role. Carnevali and Reiner (1990)

nurses are often the bearers of tidings about the cancer experience, bringing good
or bad news about test results or response to treatment. While the physician may
give the initial information, it is ofien the nurse who translates and gives meanhg
to the findings and how they will affect the patient and the daily living of the
patient and the family....Nurses become strong allies - sources of information and
support, dunng hospital contacts and at home. ( p.21)
Rodway and Blythe (1 992) suggest the social worker has the necessary skills to fulfill this
role. They state that one of the rnost important fùnctions of the social worker is
the coordination of available resources. Patients facing death can be ovenvhelmed
by the health care system. Health care personnel tend to deal only with their own
areas of expertise. Each patient could use someone to lead him or her through the
dficult maze of the health care system. Social workers could fulfill that fhction
very weil indeed. Their advocacy role could facilitate the successful negotiation of
some of the hazards. ( p. 426)
The most significant factor for the caregivers was that this advocate position would be
dedicated to providing information and support to the family caregivers and their time
would not get consumed with other duties or demands.
The caregivers recognized that each person or famiiy that enters the health a r e
system would have varying degrees of need, depending on their comfort level and past
expenence. Some would require considerable support throughout the dying experience

while others may only need to know someone is there if they need them. This advocate
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would dso be the liaison between the dying person and their fàmily and the health care
professionals. If there were concerns about the treatment or care the dying person

received, these would be addressed by the advocate. This would free the farnily caregivers
of that responsibility and fiord them the opportunity to concentrate on their relationship
with their loved one.
Summarv
Two main categones of farnily caregiver need were identified: the need for support
and the need for Xormation. Caregivers acknowledged support fiom fiiends and family
but identifieci gaps in support fiom health care professionals. There was also a failure by

the health care system to provide the information needed by farnily caregivers to be full
participants in the caring experience. The lack of support and information fiom the health
care system increased the stress or burden of the caregiving experience. Implications for
practice, education and research will be examined in the next chapter.

Chapter 6
Im~lications
Tnis research study raises serious questions about the ability of the health care
system to meet the needs of family caregivers providing care to a family member in the
terminal stage of cancer. The caregivers in this study have clearly demonstrated that their

needs were not met. This research study supports data fiom previous studies in Manitoba
@ristjanson, 1989; Degner & Beaton, 1987) with similar subject groups. The
recommendations made in the previous studies were echoed by the participants in this
study. The implication is that during the past ten years, the health care system has not

been able to improve the ability to respond to the needs of family caregivers.
We are facing a crisis in the health care system today. There are demands for d
sectors to be fiscally responsible. This has translated into staffcutbacks and bed dosures
in the hospitals. There is some evidence to suggest physicians may be forced to see as

many patients as they c m in as shon arnount of tirne, and nurses are inundated with
administrative work and increased patient loads (Klagsbum, 1994). There is a greater
expectation that home care programs provide more seMces in response to earlier
discharges of patients from hospitals. Family members are expected to take more
responsibility for the care of their loved ones at home. All this has occurred with little
consideration of the needs of family caregivers.

Irn~licationsfor Practice

This study speaks to the need to develop a specific staff position within the hedth
care system that is dedicated to addressing the needs of the family caregivers and the d*g
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perron. Specifically, this position should provide emotional nippon and information about
symptoms, treatments, and the progression of the illness, as well as act as the liaison
between the dying peson and their f h l y and the health care system. In addition, there is
a need for bereavement follow up for the family. "These important functions cannot
usually be assumed by staffwithin the setting because of their already heavy
responsibilities and close involvement in the treatment program" (Degner & Beaton, 1987,
p. 142).
A role for social work in the suppon of the family caregiver is clearly evident from

this study. It is quite possible that the social worker is the most appropriate profession to
adopt the role descnbed above. The social worker would bnng the neceswy counselling

skills to deal with the emotional component and would also possess the appropriate
mediation skills necessary to fulfill the liaison role. Social work practice has the dual
emphasis of the person and their environment which could "shed more light on the process
of palliative care: its social and cultural dimensions, adaptations required by others and the
interaction of patients, families, professionais and the larger systems within which they
function" (Rodway & Blythe, 1992, p. 429). Hospitals and community health care
prograrns could be encouraged to expand their care teams to include social workers to
this role, not just for persons and families in the terminal stage of cancer but for
other life-threatening ilinesses as well.

In light of the faa that recommendations for the development of support seMces
for family caregivers have not been actualized over the past ten years, it is also necessary

to consider methods of empowering caregivers. They must feel confident enough to

demand the support and information they require from the health care system. They must
be supplieci with the tools needed to manoeuvre confidently through the caring experience.
They mua be recognized as an integral part of the care team, afforded full rights within
decision-making processes.
Since there is no script for the role of caregiver, perhaps this should be developed.

This could include a template of questions that caregivers could refer to as a guide when

they are thrown into the myaifjing environment of the health care system. There have
been some attempts to provide such a template. One such example is, "Cancer and
Communication" provided by the Manitoba Cancer Treatment and Research Foundation

(n-d.)to perçons with cancer and their families. This publication offers this advice:
You need the confidence that comes fiom a list of sound, practical questions that
can be used 20 help you communicute and work with your medical tearn. You also
need to know that it's okay to ask questions and receive answers in tems you can
understand. (p.3)

In her book, Dvintz at Home, Sankar (1991) suggests that there are direct benefits
of actively participating in hospital care when the intent is to eventually provide care to the
dying person at home. "By gaining experience in decision-making and advocacy, and by
establishing direct communication with the physician who will oversee the patient's care
6orn the hospital, the caregiver is preparing for home careW(p.18). One premise in this
book is that nurses and physicians need to be acknowledged for the crucial role they play
hthe loved one's care. This may not be well accepted by al1 farnily caregivers, but for
those who can identi@ the interactive nature of the relationship between the health care

professional and the dying person, this opens the way to the development of a relationship

built on trust and respect.
A good nurse will care for the patient regardless of the caregiver's input, but in the
case of the dying patient, the extra attention and input of the caregiver can only
enhance the quality of care the patient receives. (Sankar, 1991 , p.23)
Further consideration also should be given to the ability of each nurse or physician
to provide care to someone who is dying. Because of the intense emotional nature of the
dying situation, it is difficult for any nurse or physician not to get ernotiondly involved.

Health m e professionals sometimes fear that they will be unable to continue to perfonn
their duties so they avoid ernotional investment in their patients and internalize theu
stresses. "There is the great fear of entenng M y into another person's agony, and being

overwhelmed by suffenng, chaos, and disintegration" (Barnard, 1995, p.22). The nurse or
physician can present to the dying person and the family caregiver as cold and uncaring.
This can aiienate the professionals fiom their patients.
Nurses and physicians seldom acknowledge how caring for the seriously il1 affects
them. Perhaps the need to maintain a professional demeanor precludes this.
However. reticence to share personal responses openly with colleagues removes a
potential source of support. If heaith professionals could share their expenences,
they would feel less isolated while making and implementing difficult treatment
decisions. Perhaps then they would no longer have to pretend that losing a patient
does not matter. (Degner & Beaton, 1987, p.9 1)

Health care professionals need the oppominity to debriet to express their emotions and
address the stress and discornfort they may expenence working with persons who are

Family members are encouraged to provide as much of the care as they are able,

With home care seMces supporting th& role as needed. Home-based programs have clear
expectations regardhg training the workers are required to have in order to provide

physical care to a dying person. There has been no formai recognition that farnily
wegivers also need training and education to filfil1 their responsibilities. There should be

a conscious effort to develop strategies to address the leamhg needs of family caregivers.
The leamhg needs identifieci in this study include syrnptom management, cornfort
measures and physical changes near death. Education for the caregivers should also
include assisting them to develop their own coping strategies appropriate to their
individual situation.
There is concem that farnily members are burdened with providing care for their
loved one at home as the result of pressure fiorn the hospitals to discharge persons as
quickly as possible. There is little consideration for the fact that family caregiven end up
providing care twenty-four hours a day without relief when home care services are not
readiiy available. Some caregivers are able to manage this situation while others rely on
assistance fiom extemal supports. There are circumstances where the caregiver wiii face
UicredibIe emotional and physical demands in order to provide care in a loving marner in a
familiar environment in a way health care professionals would not be able to do. It is the
challenge of future home care and palliative care programs to provide the necessaiy
assistance and support to the family caregiver to maintain the dying penon at home.
There is a need to coordinate palliative care senrices currently provided by a host
of communiây and health care agencies. The Canadian Palliative Care Association (1995)
is working on the development of standardized pnnciples of practice to be used as
guidelines for the development of palliative care programs across Canada. These

standardiued prùiciples propose a client-entered approach to the delivery of care that
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mets the expectations and needs of the dying person and their family. The adoption of

these principles of practice will ocnir after a lengthy consensus-building process to be
completed in 1998. With the adoption of these principles, there is hope that the needs of
the dying person and family caregiver will be given greater priority in hospital and home-

based services. It is also hoped that there will be greater efforts to develop comprehensive
palliative care seMces provided by an interdisciplinary team that can move easily between
care settings.

The majority of palliative care services in Thompson are provided through the
home care program and local hospital with community resources such as volunteers and
clergy offering their assistance. This study was undertaken in Thompson to examine the
gaps in service specific to northem Manitoba. The results showed that family caregiver

needs in Thompson do not differ significantly from those of caregivers in Winnipeg. One
ciifference is that they have access to fewer diagnostic seMces and treatment specificdy
for cancer. Therefore, many persons with cancer and their primary caregiven must travel
to Wuuiipeg and are removed from the support of familiar surroundings, family and fnends
when they are told the cancer is terminal. The impact can be overwhelming and reduces
the capacity of the family caregiver to cope with the situation. Health care professionals in
Winnipeg hospitals need to be conscious of these special circumstances. Communication
lines need to be established not only with the physician but also with home care or
palliative care program staff in Thompson who cm follow up with the famity as soon as

they retum.

111
Another gap in supports to the fandy of the dying person is support for their
chikiren. There are no f o n d resources developed in Thompson to address the needs of
the children. Some caregivers identified school counseilors as potential supports, however
the children were reluctant to use them as they felt singied out arnong their peers in the
school setting. Resources that have been developed in Winnipeg such as support groups
do not translate well to the Thompson region. There has not been sufficient volume of
children of parents with cancer to establish a group program specifically for that target
population. Strategies to support al1 children who experience a variety of losses need to be
initiateci. Potential resources include peer counselling, "bibliotherapy" (the use of books as
aids to personai coping), and the use of art or drama (Grollman, 1995).
Im~licationsfor Education

There is a need to educate hedth care professionals about fmily caregiver needs

and the importance of the family member's role in relation to the care of the dying. If the
health care system is to be more responsive to these needs, the health care providen must
have a clear understanding of what family caregivers need and expect from the health care

system.

One area that has been clearly identified is the need for information. Health care
professionals are not providing adequate information to family caregivers. Research by
Butow, Dunn, and Tattersall(1995) indicates that communication skills are not

emphas'ied in current training of physicians. "Even when communication is included in

medical education, it is often underrnined by a widespread perception on the students'
part, not infrequently reinforced by their seniors, that this is a minor and insignificant

aspect of the cumculum" (Butow, Dunn, & Tattersall, 1995, p.3 7). They recommend the
development of communication courses and the allocation of resources to deliver the

training.
Further, health care professionds need to understand the impact of their actions or
inactions fiom the dying person's and family caregiver's perspective. They must recognize
the importance of compassion and cornfort in reducing the stress or burden of family
caregivers. Gregory and Engiish (1994) suggest that there are two requirements by
professional caregivers for compassionate care:

F h t , the caregiver is inviteci by the sufferer to participate in the suffering
experience....Sufferers lead and caregivers follow rather than being in control. A
compassionate caregiver does not force himself or herself upon the sufferer.
Second, the best and oniy acceptable response to this invitation is empathetic and
authentic caring. The plight of the sufferer is recognized, validated, and embraced.
Ultimately, it is the patient and his or her farnily who work through or make sense
of their suffering, not the caregiver. ( p. 2 1)
Irn~licationsfor Research

Further research is required which examines the effects of various personality types
of dyhg persons and family caregivers on the nature of care provided by health care
professionals. Are there particular characteristics of dying penons or family members that
illicit more compassion and consideration than others ?
Research which examines the relationship that develops between the dying person,
the family rnember and the health care professional would be beneficial for understanding
the effects of the dying process on the health care professional. What is the health care
professional's capacity to ernpathize with the dying person and family caregiver given the
current state of the health care system ?
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This study focuses on one family mernber as the pnmary caregiver. The entire

f d y unit is affkcted by the impending death of a loved one. Research which examines

each family member's role and how the family fiinnions and adapts as a unit is necessary
to fully understand the impact of the caregiving experience.

Further research with family caregivers is necessary because of the s m d sample
size used in this study. It would be important to ensure al1 the caregivers completed their
caregiving experience within two years of the study to enable better analysis of the results

within the context of what was happening in the health care system at the time.
Surnmaiy
There are clearly limitations in the ability of the health care system to be responsive
to the needs of family caregivers. There are implications for practice, education and
research as a result of the analysis of the data collected in this study.
The need for the development of a heaith care position dedicated to providing

support and information to dying persons and their farnily members is indicated. In
addition, heaith care professionals need to re-examine the way they provide care and the
supports they need to help deal with their own stresses when working with dying perrons.

Chapter 7

Conclusions

Reflectivitv
Shidying family caregivers of family rnembers with a terminal illness has been a

highly emotional experience for me. I had the opportunity to enter the very personai lives

of individuals who had experienced first hand the death of a loved one. They shared with
me their sorrow and pain, their anger and hstration, and every so often, their quiet

gladness. 1 came to understand that the caregiving experience was not done begnidgin&
for these individuals but out of deep love for the person who was dying. They were glad
to have had the oppominity to share that tirne in their loved one's life and found cornfort

in knowing they had provided good care to them.
wth the data analysis process I useci, I had to listen to the interviews over again,
then read and re-read the transcript. Each time, a wave of emotions washed over me and

again, when it was time to write up the findings. 1 came to appreciate what it might be

like to work in an area of health care where dying and death occurred day after day. 1
could understand why some nurses and physicians rnight want to protect themselves, to

stop the sea of emotions £fom overwhelrning them. What I could not understand was the
atrocities that some of the caregivers and their loved ones faced at the hands of uncarhg
profession&. There must always be respect and dignity, if nothing else.
1do believe that it is possible to becorne emotionally involved in our work with the

dying, and survive. You mua seek out opportunities to express your feelings in a carin&
nonjudgementd environment. This can be done in case debriefings or "dath rounds"
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where everyone involved in the care of a dying person wmes together to reflect and share

their experience. 1 have found that farnily members of a dying person can dso provide a
caring, nonjudgemental environment where it is safe to share your grief with theirs. It
does not lessen their respect for your role in the care. In fact, they find solace in the

compassion you demonstrate.
Researchers who study death and dying must be prepared for the emotional
turmoil it can bnng. Past experiences with the death of a family member or fiiend may
become vivid again. Unresolved grief issues may cloud the ability to be objective in the
andysis of the data. Similarities with the life situations of the participants may give rise to
heightened anxiety that something similar could happen to the researcher.
The circumstances of the participants in this study touched me at two dEerent
levels. The fira was a very personal level. Several of the participants went through the
caregivhg experience at the age and life stage that 1 am close to. This made me realize

how very fiagile our lives can be and forced me to examine the relationships in my Me. 1
realized 1 did not always consider these relationships as precious as 1 ought. Because of
the nature of the data, the very real, life and death experiences, 1 also found myself

examinhg my own perspective on life and death.
The second level at which this study touched me was in relation to my work.
Since 1work in the home care field, 1 have had the opportunity to provide seMces to

dying persons and their tamilies. The results of this study did not surprise me but 1 felt the
same panic that rises in me fiom tirne to time, that something ought to be done. We are

desperately iimited in Our resources and it seems difficult to affect change in the health
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care system. Part of what 1 learned from this study can be incorporated into my work and
1will continue to advocate for the development of support seMces for family wegivers.

Conclusion

The caregiving role is an intrinsic part of the relationship between the family
member and the dying person. The potential is there for this role before the threat of

illness and death by virtue of the mutuaüty of the relationship. There is no conscious
decision to provide care to a loved one who is dying, rather it is an integral part of "life's
work" in the conte* of an interpersonal relationship that is vdued; to love and be loved.
The family caregiver is in a trusted position with the dying person. They become uitimately
responsible for ensuring the dying person's needs are met. Little consideration is given to
the needs of the family caregiver. The burden of the caregiving role is deepened by the
lack of support and regard afforded by the health care system.
There is societai pressure to define the caregiving role as positive; that is, fulfilling
the family duty. That may explain the lack of acknowledgement of the needs of the family
caregivers, because, after dl, they are not the ones who are dying. There must be
wnsideration given to the tremendous ernotional and physical demands of the caregiving

role that result in emotional burden on the caregiver. It is not realistic to presume caring
for a dying person can be without stress or burden of any kind due to the intense sadness
of the situation. The goal of meeting caregiver needs is to reduce that burden. Adequate
support must be given if the caregiver is to cope with this role.
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The two main areas of need of the family caregiver are the need for support and
the need for information. These are htricately woven together throughout the caregiving

experience. Family and fnends are able to provide some emotional support to the
caregiver but there are gaps in this support caused by the other family members' own grief

and by Wends who are uncodortabb with dying and death.
Forma1 supports are desperately lacking both in the hospital and comrnunity.

Nurses and physicians are unable to address the needs of the farnily caregivers due to the
demands of their workload. There is significant concem that professional heaith care
providers do not display compassion and c k n g in their interactions with the dying person
and f h l y memben. Support that could be provided by sharing information snd
acknowledging the importance of the family caregiver's role is desperately lacking.
The development of a support or advocate position that would be responsible for
providing information and emotional support to the family caregiver is long overdue. If

the family caregiver is expected to play a significant role in the provision of care of the
dying person, that caregiver must be supponed and acknowledged as part of the caring
team. It is possible to reduce the burden of the caregiving experience for the family
wegiver which will aid the adjustment to the loss after the death of their loved one.
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FAMCARE Scale
rnstructiom

Think about the care that your family member has received. Please anmer the following
questions below indicating how satisfied you are with the care received: very satisfied
(VS), satisfied (S), undecided 0,dissatisfied (D) or very dissatisfied 0).
Please circle
the letters below that best match your experience.

H m ~an~sfied
me you wzth:
1. The patient's pain relief
2. Infinmation provided about the patient's prognosis
3. Answers hm h d t h professionals
4. Information given about side effects

5. Referrals to specialists
6. AvailabiIity of a hospital bed
7. Family conferiences held to discuss the patient's illness
8. Speed with which syrnptoms are treated
9. Doctor's attention to patient's description of symptoms
10. The way tests and treatments are performed
1 1. Availability of doctors to the family
12. Availability of nurses to the family
13. Coordination of care
14. Time required to make a diagnosis
15. The way the f h l y is indudecl in treatment and care decisions
16. Infmation given about how to manage the patient's pain
17. Information given about the patient's tests
18. How thoroughiy the doctor essesses the patient's çymptoms
19. The way tests and treatments are followed up by the doctor
20. Availability of the doctor to the patient

VS
VS
VS
VS
VS
VS
VS
VS
VS
VS
VS
VS
VS
VS

VS
VS
VS
VS
VS
VS

Reference:
Knstjanson, L.J. (1 993). Validity and reliability testing of the FAMCARE scale:
Measuring family satisfaction with advanced cancer care. Social Science Medicine. 36 (S),
693-701.

APPENDK B
Sample Questions for Open-Ended InteMew and Demographic Data Outline
Simple Ouestions for O~en-EndedInterview
1. Please tell me the aory of

's illness.

1a. What was your involvement in

's care ?

2. D d b e the things that were most challenging to you while providing

's care.

2a. Were there particular things you had to learn ?
2b.. ..were offered the opportunity to learn ?
3. What were the positive or rewarding features of providing care ?
4. Describe your experience with the health care system - the physicians, the hospital,

community services/ agencies.

5. Prior to caregiving, were your experiences with the health care system positive or not ?
6. What was it like to be a caregiver.

7.Describe the things you did to help look after yourself
8. Did family life change while

needed care ? Can you talk about that ?

9. How did caregiving affect yow activities in the comrnunity ?

10.What about social activities? Contact with fiiends and other family mernbers ?

11.There are many kinds of support (informal and formal) that people can draw upon.
Where did you get support from ?
1la. Were there areas where you could have used more help ?

12. Did you have concerns about

's care ? Can you explain.

(Appendk B continueci)

13.U

was in hospital for awhile, and at home for awhile, how did the care dfler ?
13a. How did your role change ?

l4.Eyou had the chance t o give some advise to someone beginning the caregiving role

for someone in their family, or tell them what t o expect, what would you say ?
15.1s there anything more you would like to add ?
Demoera~hicData O u t h e

Person with Cancer

Caregiver

age

age

sex

sex

SES

employment

ethnicity

ethnicity

religion

religion

rel'nship to caregiver

rel'nship to pt.

illness duration

health status

fiom first diagnosis
fiom terminal stage
cancer sites
primary care site (home/hospital)

Other Information

Family life stage
Members in household

Family in community
Afiiiiations with church, clubs, organizations of person dying and caregver.
Date of death

Place death occurred (homehospital)

Letter of Introduction to Study for Potential Participants
To Whom It May Concern;
As part of rny studies to obtain my Masters in Social Work degree, 1 am
conducting research to examine the needs of f d y members providing care to a loved
one in the terminal stage of cancer. You have received this letter because the sender
recognizes that you have had the role of caregiver of a family member who is now
deceased.

Being a family caregiver means taking the major responsibility for the care of a
loved one who is dying. Providing care cm be difficult. 1 would like the opportunity to
meet with you to understand what it meant for you to be a family caregiver and what care
needs you may have recognized for yourself during the experience.
The interview would be 1 - 2 hours in length at the place of your choice. 1 would
ask you questions which you can choose to answer or decline. The questions would look
at the h d s of tasks you did as a caregiver; the most difficult things, and the rewarding
things. 1would also look at the supports you received and where more, or a dif5erent kind
of help, would have be beneficial. A follow up i n t e ~ e wmay be required to ensure 1have
a clear understanding of the ideas expressed.
In order to complete my thesis, 1 will have to record your responses to the
questions. 1 will make every possible effort to keep al1 the information I gather
confidentid and no identifjhg information will be shared with anyone else. Codes will be
used to identiQ the i n t e ~ e w
and names will be deleted or changed in the documentation.
Where a direct quotation would provide a clearer understanding, your permission would
be obtained and the matenal reviewed with you prior to its usage.
1 currently work in the Home Care Program. However, the research 1 am
conducting is not connected to my work. While 1 hope to be able to apply what 1 have

learned to improve the services the Home Care program c m provide to terminally il1
persons and their families, the results of this research will not influence the provision of
any future care you or a family mernber rnay require from the health care system.

If you are willing to participate in this research project, please retum the enclosed
form in the addressed, stamped envelope provided, at your earliest convenience or phone
me at YCXX-xxxx
(evenings).
1 understand that the death of a loved one is a very sad time for you and your
family, and I sincerely appreciate the time you have taken to read this.
For more information, please cal1 xxx-xxxx (evenings).
Sincerely,
Linda Sundevic

APPENDIX D
Letter of Consent
Consent to Participate
I agree to participate in the research project, Examination o f the Care Needs of

Family Memben Providing Can to a Family Member in the Terminal Stage of
Cancer, under the following conditions:
1. 1 rnay withdraw £?om the project at any time without sanction.

2. 1 may decline t o respond to any individual questions within the interview.
3. My anonymity will be maintained throughout the documentation with the use

o f code names and numbers.
4. Information I provide will be kept confidential by the researcher and shared

only with the typist responsible for transcribing the interview.
5 . Tapes from the intexview will be erased after the transcript is made.

6.Any direct quotations requested for the final report will be reviewed and
approved by me prior to the submission of the report.
7. The report wiI1 be made available to me, if requested, once the h i d y is

complete.
8. My participate in this research project will not influence the provision o f any

fùture health care for my family members or myself.

Signature

Date
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