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ABSTRACT

EXPLORATION OF THE UNBURDENING PROCESS:
AS EXPERIENCED AND EXPRESSED BY THE FAMILY CAREGIVING SPOUSE
AFTER THE PATIENTS DEATH

by
Margery Louise Taylor

This research study is designed to explore the phenomenon of
unburdening as experienced by the family caregiver spouse. The study is
being conducted to better understand the perceptions of spouses who have
sustained a significant life transition through caregiving and bereavement.
For purposes of this study, unburdening is defined as the extent to which
caregivers’ perceive an alteration in their physical, social, financial,
emotional, mental, and spiritual domains as a result of the spouse's death.

Indepth interviews were carried out at one, and two months following
the death of the family member who needed care. The purpose of this study
was to qualitatively describe patterns of unburdening for a small number of
individuals. The specific focus was to collect descriptive data about
unburdening phenomenon from the subjects frame of reference. The range of
dimensions of unburdening including the commonalities and differences
among participants was discussed. Also described are changes in
sub-constructs over time and the factors accounting for the changes at one
and two months of bereavement. Based on observation and interview data,
the resulting themes or patterns offered explanations of the behaviors of

the individual participants which were unique to caregiving bereavement.
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Chapter |

Introduction
It is generally well accepted that home care is more beneficial to the

chronically ill patient and the caregiver than institutionalization.
Furthermore, the majority of families, in this country, prefer to care for
their debilitated relatives at home, and as a result the family is recognized
for its critical role in making home care possible (Crossman, 1985). Studies
have shown that the distinguishing characteristic of those individuals cared
for in the home versus those cared for in institutions is the availability of
family members to provide care and not the extent of physiological or
emotional symptoms (Crossman, 1985; Archbold, 1982).

Unfortunately measures of burden experienced by caregivers can lead
to exhaustion, depression, or physical illiness for the caregiver (Kahan,1985;
Robinson, 1979). Moreover, with the death of an older family member
needing care, associated increased rates of physical and mental illness and
an increase in the caregiver mortality rate has been cited in the literature
(Parkes,1970; Bennett,1983).

Accounts of reaction to the death of a family member have been
published in the literature dating back to Lindemann’s 1944 classic account
of the reaction of one hundred and one subjects to the death of a close
friend or relative (Lindemann,1944). Clinicians agree that there is
substantial individual variation within the grieving process in terms of
specific manifestations and the speed with which one moves through the
process (Diamond,1981). However, little has been written about the
unburdening process as experienced by & caregiver of a chronically ill

family member who has died. The literature does support the impact of
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caregiving and grieving on the health status of the older adult (Crossman,
1981; Perkes, 1971). |

In this explorative, qualitative study the researcher will examine
dimensions of the unburdening experience through in depth interviews
conducted by the researcher at one and two months following the death of

the care recipient with three individual spouses.

kground of the probi

There has been an interest in 'mmyiwhj " as 8 focus for study in
recent years. A number of researchers have described the relationship
between physical and mental states of patients confined to the home due to
chronic illness (Baines, 1984; Zarit, 1980). Additionally, research relating
to the burden and involvement experienced by their caregivers is wide
spread in the litersture (Brody, 198S5; Zarit, 1985, 1980; Turner, 1982;
Campbell & Brody, 1984; Clark, 1983). Nevertheless, family caregivers of
disabled older adults have been ignored by health professionals even though
they are the hub around which the future of the patient revolves (Sanford,
1975). Studies have not followed caregivers beyond the point at which the
caregivers' burden is lifted or the event marking the death of the care
recipient, to examine the process of unburdening as perceived by the
caregiver. Equally important, there are increasing numbers of older people,
and meny of them will experience chronic debilitating diseases requiring
long term assistance (Baines,1984).

Since the mid 1960's researchers on aging have demonstrated that many
elderly individuals are neither isolated from their families in the
community nor abandoned by them in nursing homes (Shanas, 1979). Families

are the first line of defense against institutionalization as many elderly
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care recipients reside in homes. Regardless of the strength of the bonding
linking the caregiver and care receiver, some emotional stress or physical
strain is inevitable in caregiving (Eggert,1977). Over time, caregivers
become less able to carry out the caregiving role, resulting in an increased
burden. Consequently, caregivers become vulnerable to guilt, anger,
resentment, and bitterness which may override the caregiving relationship
and further intensify the strains of care. (Robinson,1979)

While previous studies have explored relationships between family
caregivers and their patients, this study will explore qualitatively the
unburdening experience as defined by the spouse caregiver following the
death of the patient. Dimensions of caregiver burden will include the social
and psychological impact of increasing involvement in caregiving upon the
ability of the caregiver to cope with this role. It is believed that as
caregivers become more involved in caregiving they withdraw from other
social roles and will be at greater risk for functional deteriorstion
themselves. A burdensome life style then may be perceived by the caregiver
due to social isolation, exhaustion, and physical illness (Archbold, 1982;
Sanford, 1975).

Patterns of unburdening following the death of the care recipient will
address how changes in caregiver perceptions of releasing burdens
influences the emotional, physical, social, mental, and spiritual states.
Using the nursing conceptual model as proposed by Martha Rogers (1981),
with the broader concepts of holistic man, environment, pattern and
organization, the caregiver who is unburdening as a result of the death of a
family member is a8 whole being as reflected in differences and uniqueness
from other individuals. This person is continuously exchanging energy with

environment and this interchange serves as the basis for growth and



behavior (Rogers, 1981).

Statement of the problem
The problem under study is to explore the process of wmbydaning as

experienced and expressed by the recently bereaved family caregiver of a
chronically ill spouse. This will be carried out at one and two months
following the death of the family member who needed care. To determine
themes which prevail over time, the interviewer will explore and leamn
sbout the course of the unburdening experience, by seeking the social,
emotional, physical, mental, and spiritual factors that facilitate or impede
that process.

Purpose of the study

There is evidence in the literature to substantiate the relationship of
the patients functional, social, and mental limitations to the family
caregivers involvement in caregiving and the perceptions of burden this care
imposes upon them (Zarit,1986; George & Gwyther, 1984; Archbold, 1982;
Baines, 1984). There is minimal data, however within the literature that
describes/explores the experience of family caregiver unburdening
following the death of the patient. The purpose of this study is to describe
patterns of unburdening for a small number of individuals. The specific
focus of this research is to collect descriptive data about the perceptions
of the unburdening process that facilitate or impede the release of

caregiver burden one to two months following the death of the patient.

Importance of the study

An in depth exploration with the family member 6f the unburdening
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process following the death of a family member who needed home care due
to debilitation is a significant area for nursing investigation. In particular,
recent literature supports the physical, emotional, social, and spiritual cost
of home care on the care giver (Zarit,1980). Attending to an i1l elderly
person at home is a considerable burden which is largely a womans’
responsibility (Brody, 1984). Studies have shown that about 85% of
caregivers are yomen who are wives, daughters, or daughters-in-law. These
individuals shoulder the tasks of feeding, dressing, toileting, and
comforting the patient. Men make up 15%, or less, of the caregiving
population (Brody, 1984; Sommers, 1985). Additionally, the caregiver
sometimes carries out medical and nursing tasks as well. Many elderly
spouses are attempting to care for their ailing mates at home. If the
caregiver is personally experiencing declining health, the load may indeed be
a heavy one.

Iin the bereavement literature, it is well recognized that death of a
spouse is ranked as an emotionally devastating event (Hoimes & Rahe,1967).
Even among those past middle age, conjugal bereavement can no longer be
considered untimely. Even when the death is preceded by chronic illness,
family members generally do not engage in anticipatory grieving and
withdraw from the dying partner. On the contrery, there may be an
intensifying of attachment and a reaffirmation of commitment and loyailty
(Osterweiss, 1984). The crisis of spousal loss in the elderly as having
severe implications on the physical and mental health of the surviving
spouse is described in recent literature (Richter, 1984; Kaprio ,1987).

In éonjugal bereavement there may be changes in sense of self and
purpose and meaning in life which may impact the grieving and unburdening

process. The fact that bereavement and other losses can lead to positive
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and negative outcomes makes it important to understand the intermediate
variables that precede these outcomes and identify individuals at risk
(Parkes, 1985, 1981; Raphael, 1977).

The nurse is in 8 unique position to assist an individual in the
processing dimensions of burden and unburdening. The model of unburdening
utilized in this study has unknown outcomes. Nevertheless, an individual
who is on a post caregiving health continuum has growth potential. |If
research supports that the process of caregiving for & chronically ill
spouse is indeed associated with the experience of caregiver burden, and
that the crisis of mate loss in the elderly can impact health, the nurse is
then in a position to design and implement a plan of care to assist the
individual in adjusting to this life cycle transition. To facilitate needs and
resources, and thus enhance growth within the individual who experiences
the losses of caregiver bereavement is indeed an important role of the nurse
in advanced practice.

Conceptual Definitions

The model used in this study contains the concepts of:
Burden

Prior to describing unburdening as utilized in the problem statement,
the writer will first define burden. Burden as stated in Webster's
Dictionary (1985), is something difficult to bear, something carried, a load,
or a task. Funk and Wagnall's Standard Desk Dictionary (1980), describes
burden as something that weighs heavily, as responsibility or anxiety.
Caregiver burden is the realm of human experiences that predisposes the
caregiver to perceptions of physical and mental states, views of elderly

care requirements, the period of time caregiving, role relationships with
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other family members, and associated financial responsibilities. Zarit
(1985) defines burden as “the extent to which caregivers perceived their
emotional or physical health, social life, and financial status suffering as a
result of caring for their relative” (Zarit, 1985, p. 261). Caring for &
chronically i1l person in the home can become an overwhelming burden and
produce excessive stress in family members (Deimling, 1985; Baines, 1984).

Furthermore, with the death of the chronically i1l family member,
mourning becomes a8 subset of burden. Grieving is & natural and normal
reaction to loss. The death of a spouse, or partner in an adult bonded
relationship has great impact because of the intensity with which the
relationship was held. The marital dyad of closely interwoven lives may be
intensified through caregiving so that loss of one partner may erase the
very meaning of the others' existence (Raphael, 1983). Schneider (1984)
assumes grieving to be & holistic process which affects people physically,
emotionally, and spiritually. Moreover, grief is represented in our thoughts,
perceptions, and behaviors. Therefore, some aspects of grief are not
observable and consequently are not apparent to others, while others are
directly observable by resource support (Schneider, 1984).

The nature, quality, and type of relationship lost, influences the
reactions of the survivor since each type of relationship has its’ own
personal and social meaning (Martocchio, 1984). On the scale of life events,
loss of a spouse is ranked as the most stressful of all losses and can be
emotionally devastating to the surviving mate (Martocchio, 1984). While
response of loss of a parent to death is contradictory, Horowitz, (1984)
cites death of a parent as a serious life event leadihg to a measure of
symptomatic distress. Weiss (1983) suggests that desth of a mother is
more difficult than that of a father, perhaps due to customary maternal



nurturing. Owen (1983) however, describes death of a parent in adulthood as
the least disruptive and thus causing the least intensive grief responses.
Indeed, one’s reactions to loss is an individual and highly variable
phenomenon. Responses range from the most stressful and disruptive of
ones’ life patterns such as the death of 8 spouse due to the intertwining
nature of the relationship, to the death of a parent in adulthood which
manifests lesser mourning reactions. Nevertheless, response to grief
covers a range of expected and unanticipated feelings, emotions and

behaviors.

Unburdening

Unburdening is defined as the process of removal or release from the
state or quality of burden, or sometimes even an intensification of the
impact of burden. Patterns of unburdening may be observed ina trajectory
over time as the person who was formerly caregiving begins to explore
perceptions which predisposed him to burdens associated with the
caregiving role and the reaction to the loss of the mate. For the purposes of
this study, unburdening is the extent to which caregivers’ perceive an
alteration in their emotional, physical, social,  financial, mental, and
spiritual dimensions as a result of giving up their caregiving role.

During the course of a relationship the marital dyad gradually changes
undergoing peaks and valleys in everyday living. Marriage is many things to
many people: it is stability and change; pain and sorrow; intimacy and
distance; and love and excitement. Wwhen the partnership éhanges with
iliness and subsequent death, the meanings and memories of marriage are
altered (Raphsel, 1983).

It is well established that loss is 8 common occurrence among the
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elderly population with the death of a spouse being one of the most profound
of all losses. While loss is 8 frequent and predicable event for an older
adult, little is known about the mourning process or resclution of grief
smong the elderly (Dimond,1981). Accordingly, restructuring and
repatterning of behaviors of the bereaved spouse predictably begins at the
time of the death of the marital partner.

Therefore, the process of mourning involves a review of many aspects
of the lost relationship. With time, the bonds that attached the marital
dyad may gradually be relinquished freeing the emotional investment for
ongoing life and growth (Raphael, 1983). As the transition continues, the
bereaved person may begin to see himself as one rather than two. With
repatterning and restructuring, new choices and decisions may begin to
appear as the one continues to unburden. One choice may be to decide to
relinquish the need to be responsible for the needs of another person. With
unburdening the individual has an opportunity to move forward along the life
process as he/she begins to perceive and experiehce alterations in varying

dimensions of being.

Family caregivers

Family cearegivers as defined for this study are primarily spouses, or
other family members who provide most of the assistance or supervision
needed to attend to a dependent, ill person in the home. People who
traditionally have been sssigned to caregiving roles are specific women in
the family. Middle aged married or unmarried women have been caught in
this middle generation (Brody,1984). Furthermore, women are in the middle
between their parents and their children as well as careers and personal
lives. This role conflict can cause self-confirmed and/ or socially imposed
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expectations, often unrealistic for this family member (Turner, 1982).

At least one half of the home care of older dependent adults is provided
by spouses, who themselves are elderly and disease prone. Consequently,
middle aged and older women now carry the main burden of responsibility
for continuous home care for their aged parents and spouses (Haug,1985).
Several reports on the aged bereaved suggest that older persons experience
the death of a spouse in ways which are different from younger persons,
possibly due to concurrent losses and inadequate supportive networks.
Interestingly, bereaved elderly males may be at greater risk for physical

and mental deterioration than women (Hogstel,1985S; Dimond, 1981).

nic illn

Chronic iliness is defined as the occurrence of sickness with resultant
impairments or devistions from the norm leaving residual disability, caused
by pathological alternations, and requiring rehabilitation and care from
family members or other caregivers (Baines, 1984; Zarit et al. 1980). Chronic
illness is Americas’ number one health problem and requires great
palliative efforts and a variety of services if patients are to be cared for

properly (Strauss, 1984).

Loss through death

Loss is a natural part of existence. A physical or tangible loss can be
described as having 8 friend or relative die. Further, loss is a common
occurrence among the elderly, and one of the most profound losses is the
death of ones’ spouse (Dimond,1981). Loss always results in some kind of
deprivation (Rando,1984). Loss is any change in a person’s situation that

affects the probability of achieving goals. The significance of loss can
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depend upon the number of related losses, and the extent to which daily
routines or habits are disrupted (Schneider, 1984). The importance of loss
will vary according to its' meaning te the specific individual ( Rando, 1984).
In any event, failure of grief to resolve itself keeps energy bound to the
past and to the loss (Schneider,1984).

Assumption

In this study the researcher is making the following assumptions:

1. Bereaved family caregiver of the i1l relative experienced burdens and
rewards for caregiving.

2. Death of a significant person will result in the process of grieving,
loss, and adjustment.

3. With participant observation and guided open-ended questions,
patterns of unburdening may begin to evolve within the holistic dimensions
probed.

4 Former caregivers are able to identify and express their feelings.

Limitations

The following are limitations acknovledged in this study:

1. Unburdening in adult bereaved caregivers has not been studied, but it
is possible that time frames selected for interviews may miss significant
aspects of the process and were selected only for a short time frame.

2. Utilizing an interview approach for a search for themes may lead to
interviewer bias. The subject's responses can be affected by the
interviewer/respondent interaction.

3. Sampling size is voluntary rather than random, therefore

generalization of the conclusions is questionable.
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4. Sampling selection of three bereaved caregivers is small.

S. Exploratory process may miss relevant themes.

Overview of Chapters

This research study is presented in six chapters. In Chapter | the
introduction of the study, the background of the problem, the statement of
the problem, the purpose and importance of the study, conceptual
definitions, assumptions and limitations of the study are presented. Within
Chapter (I, the conceptual framework is presented, the concepts of
unburdening themes are developed within the holistic dimensions of
physical, social, mental, and spiritual domains and the adult caregiver who
experienced the loss of a chronically i1l family member. The relationships of
Roger's Theory to the person who is unburdening the experiences and losses
essociated with caregiving is explored. Chapter il holds pertinent
literature and research studies in the problem area described.

In Chapter 1V, research methodology and data collection procedures are
described. The development of interview guidelines is presented. in Chapter
Vv, data is presented, analyzed, and discussed. In Chapter VI, the research

findings are summarized and nursing implications are discussed.



CHAPTER I

CONCEPTUAL FRAMEWORK
Introducti

In this chapter the relationship of the unburdening process to nursing
theory in explaining the manner in which nurses could intervene and assist
the surviving spouse in this life cycle trensition will be presented. The
discussion will begin with a conceptual system proposed by Martha Rogers
(1981). Rogers uses & dialectic method of reasoning in which nursing is
explained by referring to broader principles that explain man. (Rogers uses
the term °"man® in reference to human beings.) Rogers’ conceptual
framework provides a basis for associating the major concepts of unitary
man and environment which is the basis for this chapter. Therefore,
utilizing nursing theory, the process of unburdening following the death of a
chronically i1l spouse will be described.

According to Rogers, “Nursing practice focuses on human beings, on man
in his entirety and wholeness" (Rogers, 1981, p. 127). Rogers views nursing
from a global perspective utilizing knowledge gained from astronomy,
religion, sociology, philosophy, history, anthropology, and mythology.
Rogers perceives this background to be a necessary foundation for an
understanding of nursing and the evolving theory and principles that must
guide nursing practice (George, 1980). Rogers sees nursing as an
humanitarian science which exists to serve people with a direct and
overriding responsibility to society. Further, nursings’ body of scientific
knowledge seeks to describe, explain, and predict about human beings”
(Rogers, 1981 p. 3). Therefore, Martha Rogers bases her theory on certain

assumptions about man. Five basic assumptions are proposed by the
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theorist:

1. The human being is a unified whole, possessing individual integrity
and manifesting characteristics that are more than and different from the
sum of the parts. Because of the uniqueness of the whole person the life
process of the individual is a dynamic course that is creative, continuous,
evolutionary, and uncertain.

2. Man and the environment are constantly exchanging energy and
matter with one another. Thus, this relationship is one of mutual
interaction and mutual change and serves as a basis for growth and behavior.
Consequently, man and environment are perceived simultaneously and are
not to be separated. Rogers views this relationship as portending the future
and not man adapting to his environment (Rogers, 1961).

3. The life process of human beings evolves irreversibly and
unidirectionally along a space-time continuum. The space-time concept can
be explained as a process consisting of a series of constantly unfolding
changes in which past experiences are integrated and creative new patterns
emerge, thus involving evolution of man and environment. The individual can
never go backward as life exhibits a forward, one way trend (Rogers, 1980).

4 One's life pattern and organization identifies individuals and
reflects their innovetive wholeness. As man moves through life, the
pattern is changed by interaction with the environment. Man’s capacity for
thought and decision making allows choices in selecting some environmental
components. It is through these choices that an individusl can influence
his/her pattern and repsttern. In this way life can be experienced as
harmonious rather than discordant (Rogers,1983). Implications for this
study are conceivable as knowledge about the process of unburdening

following a significant loss by death can influence how an individual makes
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8 life transition change and moves forward toward maximum health
potentisl.

S. Human beings are characterized by their capacity for abstraction,
imagery, 1anguage and thought, sensation and emotion. These qualities are
viewed as positive, integrative forces which can open new pathways of
understanding and perceiving. This allows the individual to make changes
along the health continuum (Rogers,1981). In brief, these assumptions about
human beings are the basis for a conceptual system which helps guide the
nurse in practice.

In discussing her theory of Unitary Man, Rogers explores man and his
relationship to the environment and the uniqueness of the life process
itself. The conceptual framework provides a basis for examining the process
of unburdening. The researcher will examine in common themes or patterns
which prevail over time, and across subjects, their similarities and
differences. In particular, how the caregivers’ emotional, physical,
social,financial, mental, and spiritual states of health are influenced by
perceptions of the burdens and rewards of caregiving will be described by
study informants. Equally important, the researcher will describe
unburdening through expressions of grief responses and alterations which
may occur as the result of the death of the respondent’s family member.

Rogers' (1981) concepts provide the foundation for understanding the
life cycle transition experienced by the bereaved caregiver. Using Rogers
five assumptions and principles as a foundation, the life process becomes
one of potential growth and creative change. According to Rogers, man
clearly can affect change in his future. He need not adapt to environmental
influences which have impacted his past experiences. Rogers definitions of

man, health, and nursing in relation to the spouse who is experiencing
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unburdening will be explored in the following sections. These definitions

will lend further rationale for the use of Roger's theory for this study.

Man

Roger’'s definition of man as whole and unique, holds relevance for this
study as spouses experience unburdening after caring for their chronically
ill mates who subsequently died. Rogers’ (1981) identifies man as having
the capacity to search for meaning in life and death, and to maintain himself
while undergoing change, because man is a sentient, thinking being, ﬁnd is
capable of thought, feeling, and sensation. Further, mean is identified by
pattern and organization. Therefore, as man moves through life, the pattern
is changed by interaction with environment. Mans’ capacity to think and
make decisions allows choices such as choosing to express feelings of guilt
and self-recrimination, that his marital partner still suffered and died even
though he did all that could be done. Through this process man influences
the repattern of his energy field as past experiences are incorporated and
new patterns emerge.

The variety of choices available to the individual who is unburdening
has implications for this study. As cited in a study by Malone, et al.(1985)
the majority of caregivers of family members with senile dementia did not
engage in any grieving prior to the patients’ death. These caregivers stated
that they were too occupied with getting through the daily stresses related
to cering for the patient to dwell on the impending death. While the
caregivers reported acceptance of the chronic illness and its’ progressive
deterioration, they reported feeling unprepared for the sense of loss they
actuslly experienced after the patient died. Nevertheless, most bereaved
individuals, do evolve through the period of loss, generally within a two
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year period (Gallaher, et al. 1983).

Other researchers argue that bersavement becomes a significantly
more complicated process for persons whose spouses died after an illness
of greater than six months (Gerber, et al. 1975). In the concept of Roger’s,
variations and changes occur as man moves forward through stages of
development with this potentially growth enhancing experience of
caregiving and unburdening. (Rogers, 1981). In particuler, the nurse who
supports the spouse utilizing holistic perceptions of the life process can
assist the individual in organizing a continuous repatterning in explaining

the creativity of life despite a significant life cycle transition.

Environment
Roger's defines environment as encompassing all that is outside of

mans energy field extending to infinity. Environment has no boundaries. The
human field is dynamic and continuously interactive with environment. This
interchange serves as the basis for mans’ growth and behavior. Environment
may include visible matter such as another person, an article of clothing, or
an abstract invisible quality such as a perception, a value, or 8 belief. Any
of these could extend out into the environment or move into mans inner
world to be integrated by the individual (Rogers, 1981).

The continuous man/environment intersction is a major concept in
Rogers (1981) theory. The relationship is one of mutual interaction and
mutusl change. It is this man/environment process which portends the
future and not man adjusting to his environmental change. It is well known
that families are responsible caregiving agents who provide substantial
physical, emotional, social, and economic support to their chronically ill

relatives (Brody, et al. 1985; Day, 1985). Interestingly, in a study by
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Sexton, spouses of men with chronic lung diseases relied on children,
relatives, physicians, and neighbors as sources of support. These
individuals have the potential for becoming integral components in the
caregivers’ environment evolving with the caregiving spouse in this complex
phenomenon  of  caregiving and  unburdening  (Sexton,1985).

Rogers theory further supports the mutuality of the man/environment
interaction through nurse facilitated supportive interviews. The nurse
enters the environment of the caregiver to assist in open discussion and
sharing of the caregiving and unburdening experience (Rogers,1981). North
described the caregiving phenomenon as private and hopeless. However,
bitterness and frustration potentially can be replaced with new
perspectives and a willingness to look at life differently (North,1985).

Therefore, Rogers concept of the mutuality of man-environment is
supported and enhanced with the caregiving and unburdening phenomenon.
Thus, the constant interaction between man and environment serves as a

basis for man's becoming (Rogers,1981).

Health

The word health is used by Rogers, but is not specifically described.
Health is assumed to be a value which can only be defined individually
(Rogers, 1981). Furthermore, the health goal of achieving ones’ maximum
health potential is implied in this study by the mutual nurse-client
exploration of the unburdening process.

Slow lingering illnesses have inherent stresses. George and Gwyther
(1984) cited changes which impact caregiver well being over time as
caregivers provide care for chronically ill relatives. These changes were

measured in the four dimensions of physical health, mental health, financial
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resources, and social activities. Those caregivers who provided continuous
in home care experienced different patterns then those who had
institutionalized the patient. Caregivers who lived with the patient had
decreased states of health, and diminished satisfaction with social and
recrestional activities and life satisfaction. Caregivers who provided home
care for their chronically ill mate endured significant levels of burden
relating to caregiving responsibilities often extending over twenty four
hours per day (Archbold, 1982).

Nevertheless, in support of Rogers theory, Raphael (1983) described,
that despite the ambivalence that certain debilitating illnesses and
personality changes may bring, the complexities of illness and death will
also have meaning in terms of each individuals' past experiences and
feelings attached to them. With the integration of those past experiences
into the present, the individual has a phenomenal capacity to self-maintain
and actively participate in determining the patterning of his field. As a
result of these changes, the individual is capable of looking to the future
and may consider alternative solutions to complex problems such as how to
bring meaning to his life without his spouse. Therefore, with the dynamic
growth process of man/environment new pattemns emerge as past

experiences are integrated into new developments within the life process.

Nursing

According to Rogers, the goal of nursing is to promote a symphonic
interaction between man and environment. The focus of nursing is
compassionate concern for maintaining and promoting health (Rogers,1981).
Rogers views health promotion and health maintenance as a nation's first

line of defense in building a healthy society. A conceptusl system of
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nursing provides a8 means of viewing man and envisioning his developmental
trensition. Rogers hemodynamic principle of helicy reflects man and
environmental change as continuously innovative, diversely rhythmic, and
problematic. These rhythms are goal oriented by helping people to achieve
positive health.

while this study has no stated health goal, the process of exploration
of the phenomenon of unburdening is a positive health measure that is
directed toward determining individual differences. Thus, the unburdening
process will also assist people during bereavement in developing patterns
of living that coordinate with their environmental changes rather than
conflict with them (Rogers, 1981).

In explaining the assumptions of continuous repatterning in achieving
maximum health, Rogers principles of resonancy proposes the nature of
change occurring between man and environment. Resonancy describes
change in pattern and organization of man and environmental fields as
yaves moving from lower frequency longer waves to higher frequency,
shorter waves. In accordance with Rogers’ theory, this process is a result
of energy exchange between man and environment. Rogers views resonancy
as the basis for explaining the creativity of man in moving forward through
difficult life trensitions.

Rogers principle of integrality sets forth the view that the interaction
between man and environment is continuous, simultaneous, and mutual
resulting from an inability to separate the two fields. Since change is
continuous in Rogers theory, the study of man encompasses the multiplicity
of events that may take place along the continuum of life through death. In
this study, the nurse looks at health and illness as part of the same
continuum and not dichotomous conditions. (Rogers, 1981). The process of
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unfolding that occurs after an experience such as caregiving and unburdening
influences the health continuum of the individual and accounts for the
dynamic complexity of the life process (Rogers,1981). Therefore, Rogers
principles and assumptions provides a8 scientific framework for
understanding the unburdening process as experienced by the older bereaved
spouse.

The relationship between the spouse caregiver who is experiencing
unburdening and the nursing exploration of this process is described in
Figure 1. The spouse going through unburdening could be conceptualized as a
rhythmic pattern within a pattern. The caregiving, unburdening process is a
significant life cycle transition phenomenon which reflects individual
differences and complexities of maturing and growing with change.

The meaning of this life cycle transition to the spouse and the feelings
about it are influenced by many human and environmental characteristics.
Human characteristics such as age, race, and ethnic status, past and present
state of health, past experience with caregiving, and self care and self
concept needs are integral when discussing variations of the life process.
Certain environmental factors such as the number and ages of children,
financial resources, and barriers of social isolation and family support may
also impact the sequence stages of growth through which the individual
passes.

The general guidelines utilized by the nurse in examining the caregiving
experience and unburdening process are: What is it like being a8 family
caregiver? what is it like now that you are not caregiving for your spouse?
How are you taking care of yourself following the death of the spouse? An
awareness of these and other characteristics provides a foundation upon

which the nurse-client interaction will be built. As described in Figure 2,
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( Figure 1: Rogers’ Man-environment interaction
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Figure 2: Rogers’ Concepts/Interviewer Guidelines

Relationship Map

GUIDELINES

What is it tike being a family caregiver?
1235.

What is it like now that you are not
caregiving? 2,35,

How are you taking care of yourself now that
you are not caring for your spouse ?
343

ROGER'S CON

1. Man is a unified whole, possessing
integrity , has characteristics more
than and different from sum of the
parts. Man's life is a dynamic,
evolutionary creative course.

2 Man and environment are constantly
interacting with each other and
continually affecting each other and
this serves as a basis for man's

becoming.

3. Life process evolves irreversbly
and unidirectionally - a one way
trend. From conception to death man
moves through stages of development
with observable attributes associated
with each stage. Past experiences are
integrated, new patterns emerge.

4. Pattern identifies man and reflects

his wholeness. Patterning undergoes
continuous revision and innovation. Man's
self regulating ability allows him

to maintain himself while ohanging,

thus increasing man’s complexity and
diversity.

S. Man is a sentient, thinking being. Man
has capacity for feeling, imaging, and
abstracting. Man seeks to organize

his world and mans humaneness is
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these guidelines flow from Rogers concepts found in the five assumptions
(Rogers,1981) and are used by the interviewer to describe the unburdening
experience:

Guideline number ane, What is it like being a family caregiver ? This
guideline taps the concept of wholeness of the individual, by viewing the
caregiver as one who possesses uniqueness and integrity. The life process
of the individual which includes caregiving, is dynamic and evolutionary.
The individual affects and is affected by the world saround him as he/she
moves through a sequence of stages of development which are observable
from birth through death. This process reflects his capacity to contemplate
past, present, and future. The concept of mans' capacity for thought,
sensation, and emotion is shown in ones desire to explore the past
experience of caregiving and the current reactions to significant losses.
Some open-ended questions relating to this guideline and concepts are: Did
the caregiving experience alter your relationships with other family
members? Are'gou feeling closer or more distant with certain family
members because of your caregiving experience ? Can you describe the bond
between you and your spouse while you were caregiving?

buideline number twa, What is it like now that you are no longer
caring for your spouse ? This guideline taps the concept of man and
environment constantly interacting and continuously affecting each other.
This interplay is viewed as an indication of the individual being affected by
the world around him and the events occurring at any given point in time
such as the caregiving experience and loss through death of a spouse. The
life process is a one way trend where past experiences such as caregiving
are integrated and creative new patterns of living emerge. The concept of

sentient human being finds expression in joy and sorrow such as through the
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explorations of the person's desire to work through the grieving process.
Reflactions of the present experience are based on the caregiver's capacity
for abstraction and imagery, where new pathways of understanding meay
emerge. Questions focusing on this guideline and concepts are: What is a
typical day like now that you are no longer caregiving? What kind of support
are you getting from family and friends? Are your support persons helpful?
Where do you wish to go now having experienced your losses?

Guidaline numbey three: How are you taking care of yourself now that
you are not caring for your spouse? This question looks at the concept of
man’s capacity for the emergence of new patterns of self care based on
integrated past experiences of caregiving and other life processes. The
individual who is unburdening as an extension of the caregiving experience
has the capacity to self regulate and maintain self despite a significant life
transition phenomenon. Because of the unique capacity for sentience and
thought the individual has the capacity to search for meaning and makes
sense out of his/her life. Questions and concepts addressing this guideline
are : How are you finding meaning and purpose in your life now? If you
could do anything, go anywhere having no limitations, what would it be and
where would you go? Describe your spiritual philosophy.

The life process of man is central to nursings’ conceptual system. "As
the life process of man is better understood, nursing is further enabled to
initiate and implement positive measures directed toward achieving well
being for people” (Rogers, 1981, p. 120). Through the use of probes which
support the unburdening process, the interviewer is exploring concepts put
forth by Rogers in her assumptions about unitary man (Rogers, 1981).

In summery, using Rogers conceptual framework, this study is an

exploration of the unburdening phenomenon and includes restructuring and
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repatterning of behaviors as perceived by three bereaved spouses. Utilizing
Rogers theory, direction is provided for an understanding of the inherent
emotional, physical, social, mental, and spiritual factors which are a part of
the bereaved caregiver and his/her environment. The caregiver has the
capacity to knowingly rearrange his/her environment and actively make

choices to repattern in a harmonious pattemn.

sSummary

Accordingly, Rogers conceptual framework clearly identifies man as
the focus of nursing. In this study, the nurse seeks to understand the
phenomenon of unburdening which is a central concern to each individual
experiencing it. The nurse develops this awareness utilizing certain
assumptions about man. It is assumed that man is whole, unique, evolving,
and has the capacity for thought, emotion and active participation along his
health continuum. Psttemns of family functioning that impede and facilitate
the process of unburdening will be explored. Therefore, Rogers theory
provides a8 basis through which the nurse can assist the client toward
reaching his maximum health potential. In the next chapter the review of

the literature relevant to caregiving and bereavement will be explored.



CHAPTER 11

LITERATURE REVIEW

Introduction
The scope of this literature review will include research studies and

papers relevant to the unburdening process and its’ impact on the spouse
caregiver following the death of the chronically ill mate. Major research
findings and opinions of authors relative to this life transition experience
will be discussed. Thus, for the purpose of this study the literature review
will be presented in three sections. To understand the experience of
unburdening, the reader will become aware of the process of caregiver
burden which includes the rewards and stresses inherent in the caregiving
role. First to be discussed is the caregiving process with a description of
caregiver and family involvement; secondly, caregiving burden within,
emotional, physical, social, cognitive, and spiritual dimensions; and thirdly,
caregiver unburdening which includes grieving related to the loss by death
of the caregivers’ spouse.

Despite the wealth of information within the literature about the
process of caregiving and caregiver burden, relatively little is known about
the phenomenon of unburdening. These three sections will comprise the
range of literature contributing to the understanding of dimensions of this
life transition referred to as unburdening.

The Caregiving Process
The caregiving process has been described in 8 number of previous

studies as the provision of necessary daily services, assistance, and
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supervision that is needed to maintain a chronically ill family member at
home (Campbell & Brody, 198S; Crossman, 1981; Archbold, 1982). Tasks
most frequently cited in the literature as being associated with caregiving
involvement fall into four categories:

1. Direct care, such as activities of daily living.

2. Personal tasks and concerns such as the impact of caregiving on
finances.

3. Interpersonal ties with other relatives such as balancing of
assistance and responsibilities to other family members.

4. The broader societal tasks of interactions with the health and
service system.

As a result of the continuous provision of services to a disabled family
member, caregiving can be an all consuming activity (Clark, 1983; Deimling
& Poulshock, 1985; Crossman, 1985). When caregiving responsibilities are
incorporated into the life process of the caregiver, life satisfaction, level
of perceived stress, personal freedom, career, and personal relationships
can be impacted (George & Gwyther, 1984; Archbold, 1982; Haug, 1985).

Caregiving is affected by many factors which include the chronic
illness of the family member and the dynamic course of the process itself.
The reality is that ceregiving affects varying aspects of the caregivers’
family relationships, sense of self, and freedom. The cumulative effects of
caregiving over time places great demands on the increasingly limited
energy level of the caregiver (George & Gwyther, 1984; Archbold,1982). To
begin to understand ceregiving and its’ impact on the caregivers and their
family, a cognitive awareness and a flexible open approach in exploring the
caregivers' perspective will provide the foundation for examining a critical

issue which affects many Americans today.
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Montgomery (1985) clearly describes that the need for home care for
the elderly is increasing at a time when social change is threatening to
undermine the major source of care, which is provided by the family.
Additionally, recent demographic trends show that the population of elderly
individuals is increasing with more Americans living past their 85th
birthday. Day (1985) reports that the 85 plus age group is the fastest
growing segment of the United States population. Furthermore, this aging
group is most likely to develop disabling impairments which will require
some kind of health care in the home.

In 1985, 5.2 million elderly American persons lived in the community
with disabilities that left them in need of assistance with day to day tasks.
These daily activities consisted of meal preparation, dressing, bathing, and
other functions of daily living. The number of disabled older Americans is
expected to double by the year 2020. Trends in life expectancy, the age
make up of the United States population and delayed child bearing will put
pressure on the ability of the family to provide care in the future.
Meanwhile, the offspring of the past 85 age group is decreasing and will
continue to shrink in the 1990's. As a result, the likelihood of families
caring for a disabled relative is increasing (Day, 1965).

Most elderly individuals reside at home either slone or with their
spouses. These people live with the help of ordinary services and assistance
that families typically give to and receive from one another over time.
Elderly people are generally part of family networks where the flow of
support is a two way system until the onset of extreme disability. At this
time greater assistance is needed by the elder person requiring care. The
myth that families negate their elderly is dispelled by the family network

philosophy, which does not terminate with iliness.
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Todays families do not abandon their disabled elderly (Day, 198S). The
results of a 1982 National Long Term Care Survey indicates that 80% of care
received by chronically ill elderly in the home is provided by relatives
(Manton, 1984). Moreover, most of the family caregivers are women, with
spouses most frequently filling the caregiver role for their chronically ill
mates (Crossman, 1981). Generally, however the caregiving role is assumed
without an understanding of the consequences (Archbold,1982).

In the nursing literature, Archbold (1982) completed an exploratory
study of the impact of parent caring on the lives of thirty women. Archbold
(1982) asserted that parent carers represent a large and increasing group of
women in American society. Caregiving, as described in most caregiver
literature, is a care provider role. Archbold (1982) identified two
caregiving roles, which consisted of care provision and care management
roles. The care provider (mean age 57 years) identified the services
required by the care recipient and personally provided services to the
patient. Regularly performed activities which may extend over twenty-four
hours each day included daily provision of tasks such as bathing, toileting,
lifting, transferring, and feeding; and daily provision of food preparation,
home maintenance, and housekeeping. The care manager, (mean age 51
years) identified and managed service provision through others by obtaining
professional and non-professional services for those tasks they did not
wish to do or were unable to do themselves. The mean age for all of the
parents was 82 years.

Archbold (1982) drew attention to the differences by discussing
factors such as socioeconomic status which influenced the assumption of
the care provider or care manager role. Importantly, the care provider role

was assumed rather than chosen when limited financial resources prevented
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the option of care management. The author concluded that activities which
were restrictive of caregiver freedom were more predictive of burden. In
general, care providers reported loss of freedom due to the fact they were
more likely to live with their patients. Furthermore, care providers had
fewer social supports compared to care managers which further limited
ease of access to the social system and knowledge of options. The benefits
of caregiving were identified primerily by the care manager group,
associated with finding personal meaning and feeling a purpose within the
caregiving experience.

According to Archbold (1982), only one half of the care providers found
benefits of caregiving. Others expressed feelings of being trapped in a
situation of great physical and emotional duress, increasing costs, and
continuation of their present life situation. The problems encountered by
providers and managers of care differed substantially. Providers identified
ond delivered direct patient care requiring assessment of function skills
and implementation of methods to assist the disabled elder. Managers on
the other hand, asssessed their patient's needs, and then identified others
who would perform those services. Thus, the manager must also have the
ability to negotiate the social system. The implication was that strategies
developed by caregivers impacted their lives, the lives of the care
recipients, and their families, the later of whom generally played a
secondary role in the caregiving process.

Equally relevant, the importance of patient-caregiver relationships
was highlighted in a Model of the Caregiving Process (Pearson, et al.,1986).
In this model, it was reported thst many parent caregivers’ complaints
about their caregiving relationships with their parents were rooted in

earlier parent-child relationships. Moreover, Robinson and Thurner (1979)
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described relationships between adult children and their debilitated parent
as becoming increasingly more negative during a five year study.

In spouse caregiving, it would seem that caregiver strain is related to
the intensity of the bond between caregiver and care recipient. Indeed, the
greater the emotional investment, the greater the frustration associated
with caregiving (Cantor,1983). In a study which focused on the particular
needs and concerns of the elderly caregiving spouse, some of the
frustrations of wives who scored low in morale were such problems as
isolation, loneliness, economic hardship, and role overload. For instance,
Cantor (1983) described elderly spouses compared to other caregivers to be
at greater risk for strain as 8 result of caregiving.

Within the caregiving literature, there is little evidence to support
reasons why family members decided to caregive. The decision is based on
complex factors which were influenced by the individual characteristics of
the patient and caregiver, the patient-caregiver relationship, Snd
situational factors unique to each patient-caregiver setting (Pearson, et al.
1986).

Ory (1985) supported previous literature findings, reporting that the
bulk of caregiving falls principally upon female spouses, since women
typically live longer than their mates. Therefore, the decision to caregive
may relate to role obligation as a factor resulting in assumption of the
caregiving role. Furthermore, genuine concern for the welfare of the patient
alluding to the mutuality of concern shared between patient-caregiver was
suggested by Hirschfield (1983). Nevertheless, little is known about
emotional bondedness, love, and affection as key factors impacting the
decision to caregive. Financial survival is believed to be an important

factor particularly among aged women, who may not have worked outside
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the home, perhaps not even accruing social security benefits. Therefore,
alternate forms of economic support necessary to pay for caregiving outside
the home are not realistic alternatives (Pearson, et al. 1986).

Indeed, the majority of home care is provided by the family (Day,1985;
Baines,19684). At least half of the home care of the older dependent adults
is provided by spouses who are themselves old and vulnerable to disease
(Bennett,1983). More research is necessary to focus on the internal and
external forces that result in the decision to caregive and sustaining the
caregiving role over time .

Clearly, limitations in the literature are the lack of focus on elderly
spouses, including marital dyad norms which would enable one to examine
how caregiving affects marital relationships (Cantor,1983). While a fair
amount of research has focused on the incapacitated member of the family,
the impact of illness on the spouse, and the special needs and problems of
the aged spouse caregiver is extremely limited in the literature
(Fengler,1979).

In summary, within the literature, the caregiving process during
chronic illness of the older adult is a dynamic and increasingly diverse
phenomenon. The reasons for assumption of the caregiving role are not
clearly delineated in the literature. Consequently, more empirical data is
needed which focuses on decisions to caregive and sustaining that role along
the life continuum. Indeed, caregiving can result in varying dimensions of
rewards and reactions which can impact the emotional, physical, social,
mental, and spiritual realms of the life processes, particularly within the
caregiver. The second section of the literature review will address

caregiver burden as an extension of the caregiving process.
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Caregiving Burden

The role of family and informal support plays a major role in helping a
disabled person maintain himself in the home and community. Society
benefits from the often full time caregiving responsibilities which are
generally viewed as a deterrent to institutionalization (Kahan, 1985).
However, the consequences of caregiving on the informal support system is
currently a major concern as the population of elderly and the likelihood of
manifesting chronic illnesses increases (Ory, 1985).

Currently most older people with physical, emotional, or social
limitations live at home and receive care from spouses or younger family
caregivers (Brody, 1985). Ory (1985) and Sommers (1985) described the
behavior and characteristics of those individuals who provide care. The bulk
of care was provided by 8 single caregiver, generally 8 woman, and was
typically not shared among all family members. The role of the aged female
spouse, the major caregiver, has been under reported. Further, the role of
caregiver as performed by older males for their impaired wives was
virtually unnoticed in the literature.

There is some controversy in the literature about the health
consequences of specific caregiving behaviors for elderly individuals
needing care. Podgorski and Williams (1982) reported generally positive
health effects in caregivers unless “over zealous caregiving” promoted
dependent behaviors among elderly care recipients. On the contrary, Cantor
(1983) reported that elderly spouses were more likely to be stressed due to
their own advancing age, poor health, and low economic status.

In particular, few studies of older women caring for disabled spouses
have been addressed in the literature. Because the life expectancy of women

is longer that that of men, and because men generally marry younger women,
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most of the caregiving literature has focused on women, not necessarily
spouses, who care for disabled family members (Brody,1981; Shanas, 1980) .

A unique explorative study by Fengler (1979) involved examination of
the special problems of elderly wives cering for their disabled husbands.
Fengler (1979) examined other literature focusing on the social factors
associated with caregiving. Men and their wives in the study were
administered life satisfaction scales (Neugarten, 1961), and a series of
social and health indicators. Fifteen of the men were n'ierried, and their
wives were interviewed to determine the differences in morale after
workshop participation. The limitations of the study was the small sample
size (n=34) ond the absence of & retrospective measurement of life
satisfaction before the husbands’ disabling condition occurred. Therefore, it
vas not known if or how wives' life satisfaction scores were affected by
her husbands’ illness. Nevertheless, wives with the lowest scores were
married to the husbands’ with low scores and the wives' with high scores
yere married to the highest scoring spouses.

According to Fengler (1979), knowing about the husband and wife
relationship prior to the beginning of the caregiving role would have been
helpful in understanding how wives were able to cope with their husbands
disability. A sense of isclation, resulting from lack of intimacy, lack of
social support, financial hardship, and role overload were problems
distinguishing high and low morale groups. Fengler (1979) described the
morale of wives of disabled men as fairly low overall, and higher when they
perceived their incomes as adequate, and not necessitating employment
outside the home. As proposed in the study, wives needed help and support
8s much as their spouses. Moreover, the inability to communicate due to

aphasia within the patient, particularly a spouse, may have been a more
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significant morale factor than the loss of physical mobility. Since morale
scores of husbands and wives were associated, it was concluded that
helping the wife caregiver would indirectly help her disabled husband
(Fengler,1979).

Indeed, as a result of investigations of caregiving, this life transition
experience becomes a potential area for the nurse in primary cere. Fengler
(1979) pointed out the likelihood that caregivers of cognitively impaired
patients may have been receiving less support from family and friends who
chose not to be around the patient. The caregiver experienced further social
isolation as a result of the situation. Additionally, patients with cognitive
impairment may have been more burdensome for the caregiver than patients
with physical disabilities, as the later may have provided companionship
and support, and perhaps required less direct surveillance from the
caregiver (Zarit,1986). Therefore, the nurse in advanced practice needs to
examine the challenge facing the caregiver as the caregiver integrates past
experiences such as personal coping strategies into the patient- caregiving
relationship.

Recently, literature has focused on the potential for negative
consequences of caregiving personally experienced by the caregiver in the
form of objective and subjective burden. Objective burdens refer to actual
burden or alterations and disruptions in the life process of the caregivers as
8 result of the demeands of caregiving. Subjective burden refers to
perceptions, feelings and attitudes about the ceregiving phenomenon
(Zarit,1986; Ory,1984; George & Gwyther, 1984).

George & Gwyther (1984) completed a longitudinal study of 389
caregivers made up of 54% spouses, 32% adult children, and 148 other

relatives. Seventy-one percent of the sample were women. The aim of the
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study was an examination of the dynamics of caregiver burden, that is how
the caregiving patterns and the well-being of caregivers of demented
patiente changed over time. Caregivers were surveyed on two occasions, a
year apart. At the time of the initial interview, the patient was being cared
for at home, therefore all of the caregivers had direct responsibility for
providing care to their patients with Alzheimers’ disease or related
disorders at the first test date. Subsequent nursing home placement was
strongly associated with the caregivers perceived burden, rather that
objective indicators of the severity of the illness of the patient (George &
Gwyther, 1984).

Caregiver well-being was measured in four dimensions:

1. Financial resources.

2. Physical health.

3. Mental health, such as stress related symptoms and/or use of
antipsychotic drugs.

4. Time spent in social-recreational activities.

These four dimensions of well-being were expected to be potentially
sensitive to the demands of caregiving. The dimensions were all measured
using valid and reliable instruments. Particularly interesting in this study
was that institutionalization of the patient during the year between test
dates did not show that caregiver well-being increased. On the contrary,
evidence of significant deterioration on several well-being indicators was
evident. These surprising findings challenged previous assumptions that
institutionalization of the patient alleviated caregiver burden. The data
showed evidence that caregivers had not taken the time to make the
adjustment from the demands of caring by transferring those feelings of

responsibility to the institution. Thus, caregivers may not have
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relinquished their caregiving role.

Interestingly, bereaved caregivers reflected improved well-being in
four of the fourteen well- being indicators. While death of the patient
allayed the basic sense of chronic stress associated with caregiving for a
disabled family member, the caregiver also experienced a complete
relinquishment of the caregiving role. Nevertheless, 1oss of a loved one was
expected to be grief producing regardless of the impairment within the care
recipient.

As reported by George & Gwyther (1984), bereaved caregivers grieved
and mourned their loss, yet well-being changes suggested that loss of the
caregiving role had resulted in simost immediate improvement in certain
dimensions of quality of life. Positive dimensions were noted in increased
participation in voluntary organizations, decreased use of psycotropic
drugs, increased involvement in social and recreational activities, and
decreased levels of stress related psychiatric symptoms (George & Gwyther,
1984). All of these dimensions were positive health behaviors despite 8
major life transition experience.

The long term care and aging literature has drawn attention to the
question of the ability of the family to provide prolonged care and to the
commitment and consequences of providing care. The literature supports
that while other family members may support the caregiving activity,
caregiving is generally not an activity that involves many family members.
Furthermore, the more cognitively impaired a patient becomes the greater
the chances of caregiving being carried out as a single person activity
(Bennett,1983). While several studies (Crossman,1985; Fengler,1979) have
reported that spouses are the primary sources of informal support to

married elders of both sexes, the role of males as primary caregivers has
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been relatively unexplored in the literature (Vinek,1984).

Nevertheless, speculation about sex differences suggests that male
caregivers were less likely to institutionalize their patients and exhibited
less burden, particularly in areas of mental health. The reasons for these
differences, based upon empirical support was that male caregivers
received more social support from friends and family than female
caregivers (George & Gwyther, 1984). Other reasons for gender differences
were that men may not attempt to do everything, thus are less involved in
the caregiving role. Accordingly, male spouse caregivers may view their
role as productive use of time formerly provided through paid employment.
Moreover, Zarit, et al. (1986) suggests the importance of exploring and
understanding the dynamics of caregiving as 8 foundation for designing well
planned and timely interventions. These strategies may relieve some of the
burden experienced by caregivers.

In 8 study by Crossman, (1985) a high risk group of caregivers, who
were older women caring for disabled spouses was described. Crossman
addressed the issues and special problems faced by this unique group of
women wherein the emotional and physical demands of caregiving were
superimposed upon the womens’ own aging process. The importance of a
multi-service support program for caregivers of disabled husbands in the
home was portrayed as successful use of a support and respite model. The
motivation for utilizing this health service intervention through a wives
support group evolved from the author's personal experience. The asuthor
provided care for her stroke disabled husband for seventeen years. During
this process she learned about a number of spouse caregivers who died as
reported by their widowed husbande who subsequently were placed in

nursing homes. One hundred and one wives have participated in this group
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since its’ inception. Issues discussed were societal expectations which
reinforce the "mother™ as caregiver throughout her lifetime, and emotional
and social isolation resulting from caregiving.

Equally important, subjects addressed by the support group were role
ambiguity, 1oss of closeness and affective needs, anger and frustration with
the myth of the “golden years™. Sharing of common experiences and
exploration of alternative methods of coping and problem solving were
strategies used to create change within caregivers. The authors postulated
that the wives respite project was the result of action on the part of a
group of older women who gained strength from one another, and became
advocates for each other during this phase of the life process (Crossman, et
al. 1981).

Meanwhile, male caregivers reportedly tended to minimize the
hardships that they had faced, yet recalled feeling isolated and tied down.
It would have been interesting to know how responsive men would have been
to formal supports such as group discussion and educational meetings which
had been successful among female caregivers of disabled husbands
(Vinek,1984).

It is well accepted that society benefits from caregiving for disabled
family members in the home (Day,198S; Ory, 1985). The family is seen as
8 major variable in determining whether or not an elderly person will
remain in the community, or will be institutionalized (Deimling &
Poulshock, 1985). The positive intended and unintended consequences of
caregiving burden is now being addressed in the literature. Having primary
responsibility for an elderly spouse or older family member with one or
more functional disabilities can potentially impact the caregivers’ health
and well-being (George & Gwyther, 1984; Zarit, et al. 1980, 1986; Ory,
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1985). Perceptions of burden, however are not always correlated with the
extent or severity of a care recipients’ state of health. Many factors can
impact objective and subjective burden causing a dissolving of the informal
caregiving arrangements, leading to the institutionalization of the care
recipient and i1l health within the care giver (Gwyther & George,1984;
Fengler, 1979). It is postulated that families and friends can potentially
draw together and face special caregiving problems despite diverse life
transition experiences (Haug, 1985; Crossman, 1981; Zarit, 1986; Vinek,
1984).

Little is known about male spouse caregivers, beyond the knowledge
that such men do exist. In general, there is a need for research and attention
to the roles of men in old age. Meanwhile, since the majority of caregivers
ore female, elderly, financially strained, and likely to have deteriorating
health themselves, caregiver burden becomes a major concern among all
elderly individuals and their families. It is not likely that a caregiver will
institutionalize his/her family member without having experienced a degree
of subjective or objective burden or external pressure. Nevertheless,
continued research is necessary to determine what factors impact
caregiving and cere withdrawing decisions.

The nurse in advanced practice has an opportunity to function in
mutuality with the caregiver at varying points along the caregivers’ health
continuum toward maximum health potential. Little is known about the
phenomenon of unburdening. Nevertheless, the range of literature which
contributes to an understanding of alterstions in role transition from

caregiver of ones’ spouse to caregiver of oneself, following the death of the
mate, will be explored.
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For purposes of this study, unburdening is defined as the extent to
which recently bereaved caregivers perceived an alteration in their
emotional, physical, social, financial, mental, and spiritual dimensions as a
result of the death of their spouse. The process of unburdening is the
release of, or yielding to, or holding onto that quality or state of burden
when .the actual force of the responsibility of caregiving is no longer
present. Furthermore, with the death of the ill spouse, the intensity of the
burden may be accentuated. At the same time the surviving mate moves
forward reappraising patterns which previously may have provided meaning
and purpose within the life of the caregiver.

The death of a spouse is viewed as an emotionally devastating event
and is recognized as a source of intense emotional stress. It is ranked high
on life event scales and may be the most severe stress an older adult may
encounter (Martocchio, 1984; Breckenridge, et al. 1986). According to the
literature on loss and emotional disorders, normal grief can be
differentiated from pathological depression (Dimond, 1981; Parkes,1965,
Breckenridge,1986). The current diagnostic and statistical manual (DSM Ii1)
of the American Psychistric Association (1980) regards a pathological
bereavement reaction indicator as a preoccupation with worthlessness.
According to DSM 111, normal signs of grief include such somatic depressive
features as weight loss, poor appetite, and sieep disturbances.

Glick, et al. (1974) described the normal grieving process in three
phases. The onset of the initial response begins at the time of death and
usually lasts several weeks post burial of the deceased. During this period,
feelings of numbness, erhptiness, profound sorrow, and disbelief are

characterized. The intermediate phase of normal grief is characterized by
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the need to review the death, search for meaning of the death, and
occasionally searching for the deceased. Within several months, functional
stability is reattained and behaviors are directed towards reorganization of
lifes’ goals. The recovery or third phase of bereavement is distinguished by
social reinvolvement and an acquiring of competence of skill with the
beginning of the second year post bereavement.

Following the death of the spouse, the degree of the loss is related to
the nature and quality of the bond between the surviving spouse and the
deceased individual. For example, the level of dependence and the role in the
family may have been altered between the marital dyad due to the iliness of
the spouse, resulting in varying levels of felt burden and rewards within the
surviving mate. Consequently, while the death may have been anticipated,
the void that comes with the death was not expected (Pollack, 1978).

In a study by Breckenridge, et al. (1986), profiles of 21 self reported
depression symptoms from recently bereaved elders (n=196; males=92,
females=104) with a mean age of 67 years were compared with those of 145
control participants (males=80, females=65). The later subjects were
married or single and had not lost a spouse to death or divorce in the past
five years. The mean age of the later group was 70 years. Responses from
bereaved subjects were recorded approximately two months following the
loss of the spouse. A one hour structured home interview was utilized to
probe bereavement reactions. In addition, participants returmed by mail a
set of self report measures consisting of the Beck Depression Inventory.
Bereaved participants were significantly more likely to report symptoms
typical of depression such as dysphoria, self dissatisfaction, and somatic
disturbances, even when variations for age, sex, number pf years married,

and educational and occupational status were considered.
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It was suggested by Gerber, et al. (1975) that bereaved older adults
who lost a spouse due to lengthy chronic iliness were impacted by a greater
prevalence of grief reactions than those whose spouses died suddenly.
Moreover, anticipatory grief responses during the course of the spouses
chronic illness were significantly associated with depressive symptoms in
the initial months of bereavement (Clayton,1973). In the Gerber study
(1973), many participants stated they did not expect their spouses death yet
were reporting serious chronic illness in their spouse. The apparent
difference was that subjects did not perceive the death to be eminent.
Interestingly, both Gerber (1973) and Clayton (1973) classified participants
based on length of the spouses chronic illness and not on subjective report
of expectations. Possibly, subjective report of expectations is a more
accurate way to view this phenomenon because people tend to adapt to what
they can foresee as a negative event in their lives. In any event, the topic of
bereavement reactions in the elderly presents a need for further research
about the impact of anticipated death on elderly survivors.

In a prospective study of 95,647 Finnish widowed persons during
1972-1976, Kaprio, et al. (1987) revealed that widows and widowers have a8
higher mortality risk than married persons. The principle excess mortality
rate was found during the first week, month, and half-year after
bereavement particularly related to ischemic heart disease. Speculation as
to heart disease being the cause of death may relate to grief and emational
distress which may induce sleep disturbances predisposing to arrythmias,
thus leading to cardiac mortality. Also, sleeplessness after bereavement
may be a predisposing factor in a reactive psychosis which may predispose
the individual to suicide. It is speculated that guilt feelings may be induced

byAloss of the spouse, leading to depression and self neglect. Consequently,
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mortality from suicides was greater than expected during the first years of
widowhood. In addition, the study supports sex differences in health risks
of the widowed male subjects (Kaprio, et al.1987).

Moreover, Helsing et al. (1981) reports support by other persons living
with the bereaved person during the grief reaction was an important
determinant of mortality. Furthermore, adults lacking social and community
ties had a8 2.3 to 2.8 fold risk of death, independent of variables of physical
health status, socioeconomic status, use of alcohol, smoking, physical
activity, obesity, and use of heslth promotive services (Berkman & Syme,
1979).

As reported by Werner & Beland (1984) there is a need for longitudinal
studies of individusls who sustained gradual losses following long term
illness of their spouses. The individual attempts to gain information over
time and thereby evaluates his life situation as a result of the caregiving
and bereavement experience. Components to the grieving process the person
considers may include :

1. Prior stressful life events which have occurred.

2. Coping strategies employed in response to previous losses.

3. Social supports utilized.

4. Significant lifestyle modifications needed to be made.

S. General methods utilized to make these modifications.
As 8 part of the resolution of loss the individual explores past experiences
to determine what has been lost, and the consequences of the loss. Future
life style modifications can be repatterned through this process (Werner &
Beland,1980; Thompson, et al. 1984).

Thompson, et al. (1984) reported on the effects of bereavement on

self-perceptions of physical health in elderly widows and widowers two
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months following their spouses death. The researchers found that
bereavement of a spouse is 8 significant stressor that may adversely affect
the physical health status of survivors. Stress was manifested in on
increased likelihood of the development of new health conditions, or the
worsening of pre-existing conditions not evident in the non-bereaved
counterparts. Thompson (1984) also found an increased use of previously
prescribed medications or new medication usage. These findings were not
supported in 8 study by Parkes (1972) who followed younger widow and
vidowers than the age group consisting of fifty-five to eighty-three year
old subjects reported in the Thompson (1984) study (Parkes,1972;
Thompson, 1984).

Furthermore, Silverman (1972) cited that contemporary traditions and
patterns of behavior have supported people and their reluctance to face
death and the impact on family life. Verbal discussions of the concerns of
widowhood rarely occurred, even when the spouse was seriously ill and
death was eminent. However, silent consideration may have been occurring
as people observed and experienced deaths of friends who became widowed
(Silverman, 1972).

In the 1980's many bereavement related health services rely on self
referral, assuming that people who need help will ask for it. This
assumption is based on the premise that people who need help are aware of
the need, and that they are willing and able to seek help. Unfortunately,
many people are not physically, financially, emotionally, or spiritually
prepared to seek help (Parkes,1981).

Surprisingly, there have been few reports of controlled intervention
studies in the literature with conjugally bereaved persons. Gerber, et al.
(1975) reported a longitudinal study that offered brief therapy to aged
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bereaved individuals. A group { n=169) of non patient elderly (over age 65)
persons from a Health Maintenance Organization whose spouses died from
either cancers or cardiovascular diseases were studied. Participants were
assigned randomly to an intervention group (n=116) or control group (n=53)
and were followed 8 minimum of three years. Weekly meetings or phone
contacts with a8 psychiatric nurse or social worker were offered for the
first six months of bereavement to the intervention group and their family
members who were part of the same household. Therapy focused on moral
support, grief work, and environmental manipulation. Interestingly, only
medical indicators were reported to document the bereaved persons’
medical, psychologic, and social adjustment initially, and at two, five,
eight, and fifteen months post bereavement.

Results showed that during and shortly after the intervention, the
supported persons reported less drug use, had fewer illnesses, and utilized
fewer doctor visits than the control group. However, at fifteen inonths
following bereavement, there were few significant differences in these
measures and no significent differences in major illnesses. In conclusion,
the authors reported those who benefited most from the intervention were
physically healthy at the time of bereavement. Furthermore, it has been
suggested by Gramlich (1968), that elderly bereaved persons face loss with
greater cognitive acceptance, therefore most manifestations of grief are
less prominent. On the other hand somatic symptoms and illusionary
experiences involving the deceased person are thought to be more notable
among the aged.

It is well described in the literature that the death of a spouse is a
stressful process in terms of the intensity and duration of the mourning

period which involves complex readjustments in life roles (Windholz, et al.
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1985; Dimond, 1981). Bowlby (1961) described the sequence of mourning the
loss of a loved one, first as a subjective grief experience beginning with
anxiety and anger, moving through pain and despair, and ideally ending with
hope.

The course is not necessarily smooth, as yearning and rage, alternating
with feelings of despair are reported. Therefore, mourning is a diverse
psychological process beginning with angry efforts to recover the past, such
as regaining purpose and meaning in ones’ life again. Moving through apathy
and disorganized behavior to the beginnings of reorganization is notable as
mourning progresses. Further, mourning can take different courses, one
which ultimately leads to relating positively to new objects through the
pursuit of more constructive and satisfying activities, and another in which
the individual experiences an altered course with increased depression and
decreased socialization (Bowlby, 1961; Paul, 1966).

Malone, et al. (1985) completed an exploratory project in examining the
effects of bereavement on the caregiver whose family member was affected
by senile dementia. Malone (198S) recognized bereavement as a major life
stressor and emphasized that conjugal bereavement was associated with
physical and mental health decline, increased mortality, and a higher suicide
rate. Further, despite the risk, most bereaved individuals adjust to the loss
of a spouse. However, following lengthy illness, bereaved caregiver
stressors do not end when the patient dies. Malone (1985) described the
complex process through which bereaved caregivers of Alzheimers’ patients’
journey.

In the Malone study, data were collected from forty-two caregivers
with a mean age of 56 years. Twenty one individuals were caregivers at the

time of the study, and twenty one subjects were bereaved caregivers of
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Alzheimers' patients. Caregivers were adult daughters (45%), spouses
(40%), and other family members (14%). Study participants responded to
questionnaires reflecting life satisfaction, depression, and social support.
Bereaved caregivers also completed grief and coping inventories. Each
bereaved participant was interviewed with questions addressing the
patients’ health care needs, caregiver attitudes about patient care, stresses
experienced before and after the death, and methods used to cope with these
stresses.

The Malone (1985) study showed that the stresses experienced by
caregivers of Alzheimers’ patients did not necessarily end with death of the
patient. Bereaved caregivers in the study reported depression levels and
life satisfaction scores similar to those found in the caregivers’ sample.
Further, bereaved caregivers of demented patients expressed ambivalence
when discussing their loss. For example, they stated they had accepted the
illness, but were unprepared for the sense of loss actually experienced
about the patient’s death. In both samples, caregivers and bereaved
caregivers were mildly depressed even though the bereaved group had been
bereaved an average of three years.

The limitations of the Malone (1985) study were the small sample size
and an exploratory approach which inhibited drawing definite conclusions
about physical and mental health, increased mortality and morbidity, and a
higher suicide rate based on the single study. Nevertheless, the Malone
(1985) paper illustrated the need for further empirical data and holistic
interventions which focuses on the special needs of bereaved caregivers
throughout the total experience of caregiving and the death of a family
member.

In the psychiatric literature, Parkes(1970) completed a longitudinal
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study of widows in the first year of bereavement. Participants were recent
widows who had visited their physicians during the first month of
bereavement. The average age of participants was 48.8 years, with a range
of 26 -65 years. All informants were willing to be interviewed by the
writer with information systematically obtained about the process of grief
and responses to bereavement over time. Employing a longitudinal
technique, Parkes {1970) utilized standardized questions with each widow
st one, three, six, nine, and thirteen months after bereavement. An empathic
rapport was established early in the interview process with generel
questions which encouraged each subject to describe her experiences
relating to bereavement. Only when the individual was finished verbalizing
were additional questions asked to cover the scale areas. At thirteen
months, 278 of the twenty two participants reported that their health was
definitely worse, and none responded that they were clearly healthier.
Further, Parkes (1970) reported that the adjustment for widows who
had multiple stressful life events in the two years prior to the death of
their spouses was poorer than those widows who did not have such stresses.
Typical complaints reported were headaches, digestive disturbances, and
aching limbs. Parkes (1970) suggests that the loss of a spouse created 8
significant challenge in adaptation for the remaining spouse who had
previously experienced multiple stresses. Furthermore, findings from this
study included a failure of most respondents to accept wamings of the
impending death of their spouses despite being told of the seriousness of
their husbands conditions. The most prevalent cause of death of the spouse
was cancer and cardiovascular disease. With the passage of time and
because of the release of a great deal of affective information, the bereaved

person gradually works through the grieving process. Nevertheless, most
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participants viewed their project involvement as helpful to themselves.

The responses made by the widows in this study confirmed Bowlby
(1961) and Parkes (1970) belief that grief is & sequential process. The
grieving persons gradually examined their situation from a new perspective.
In the course of grieving, transitions from one phase of grief to another
were not distinct, and aspects of one phase were integrated into the next
phase. Numbness often took place first, followed by yearning and protest
as one attempted to achieve that which was lost. At the end of four weeks
of bereavement, tearfulness declined. Over the first year preoccupation
with the memories of the lost spouse, irritability, and tension gradually
declined. Simultaneously, despite psychological pain, anxiety, intertwining
periods of depression, and loss of purpose and meaningful activity, widows
began to redefine new roles and function effectively again after the death of
their husbands (Parkes, 1970).

Parkes (1970) concluded that a significant loss lead to painful review
of ones’ assumptions about self and a restructuring of the presupposition of
the world to include a new view of ones’ self. Therefore, the effectiveness
of life review depended on the individuals’ willingness to reappraise the
meaning of life, purposes and beliefs she had about herself following a life
transition experience.

In a quantitative prospective study, Bornstein, et al. (1973) explored
the natural history of the depression of widowhood. A group of randomly
selected widows and widowers (average age 62 years) were interviewed
shortly after the death of their spouses. Members of the group (n=92) were
reinterviewed from approximately one year to seventeen months of the
death. All of the subjects met the following criteria for diagnosis at the

time of the interview. Depression was defined as subjective report of low
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mood characterized by feeling depressed, sad, feeling despondent and blue,
or any other low mood terms such as lost or numb. Additionally, four of
eight of the following symptoms required were:

1. Loss of appetite or weight.

2. Sleep disturbances.

3. Fatigue.

4. Feeling restless.

5. Loss of interest.

6. Difficulty concentrating.

7. Feelings of guilt.

8. Suicidal thoughts.

This cluster had to be present at the time of the interview. The study
used the Chi Square to determine significance. The focus of interest in this
study was how the subjects fared psychologically over a year following the
spouses’ death. At follow-up, 178 of the subjects were depressed when
measured by consistent and systematic criteria.

The Bornstein (1973) findings correlated with Parkes (1970) study of
twenty-two London widows which described psychological states of 14% of
study subjects as poorly adjusted, depressed and still grieving at thirteen
months following the death of their spouses. Data confirmed that the
strongest predictor of depression symptoms at thirteen months was the
presence of depression at one month (p<.01). Factors which may have
contributed to prolonged depression were lack of supports such as financial
and religious (Bornstein, 1973). Furthermors, Parkes (1983) suggested that
lack of a close supportive family network perpetuated social withdrawal as
the bereaved widow was unable to displace emotional needs which

commonly resulted from ill directed expressions of anger during the grief
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process. Bornstein (1973) cites that prior losses may have strengthened the
ability of the spouse to cope with losses in later life.

These previous studies did not focus on the elderly bereaved, however
the older adult may be particularly vulnerable following the loss of a
spouse. The older bereaved person may have outlived both friends and
relatives. Moreover, remaining significant other persons may themselves be
in a precarious health state producing a sense of apprehension about their
well-being. Additionally, elderly individuals are likely to experience other
kinds of losses such as loss of a home or neighborhood due to 8 necessary
change in residence to accommodate the deteriorating health status of the
family member. Further, physical losses, such as loss of physical function,
loss of hearing or vision associated with chronic illness may produce
gradual losses of the self over time. Kastenbaum (1969) referred to the
accumulation of losses in the elderly as “bereavement overload" producing a
different pattern of grief with the additional loss of a spouse, than the
grief displayed in a younger population (Dimond, 1981).

The conclusion of the Bornstein (1973) study cited that while some
subjects experienced depressive symptoms, none were called psychotic.
Therefore, normal depression of widowhood should be considered as
separate from studies of affective disorders in psychiatric patients. A
disadvantage of the study was that when grieving is viewed from a physical
or psychological perspective alone, reports such as weakness, fatigue,
physical emptiness, and pain may not be recognized as significant symptoms
of grief. Thus, the need to restructure patterns within the bereaved
individual may not be made apparent.

In bereavement following the caregiving experience, losses have

occurred as a part of the process of caregiving such as loss of 8 marital
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relationship, loss of intimacy and sexuality. Loss of an occupation, and role,
loss of social supports, loss of finances, and l1oss of purpose and meaning in
ones life are also reported. Therefore, while not cognitively aware of the
magnitude of the loss, the caregiver moves into widowhood with a history
and foundation for meking the transition from the role of the wife to
widowhood (Silverman, 1972). Nevertheless, in the United States, despite
the extent of the losses, a bereaved persons’ period of mourning is expected
to be of short duration and often ends before the new widow or widower
knows how a new role as a single person will impact his/her life
(Silverman, 1972).

It is clear in the existing literature that the loss of a spouse creates a
major adaptive challenge for the bereaved spouse. The resolution of grief,
establishing & new identity as & single person, and repatterning ones’ life
into the social structure are complex tasks which require resources and
time (Dimond, 1981).

However significant this adjustment to bereavement, little has been
done empirically to describe grieving following caregiving in the elderly
population. Nevertheless, Dimond (1981, p. 469) proposes that “a logical and
integral part of nursing care to the dying person is bereavement care for the
spouse.” Accordingly, utilizing the concept of unburdening to assess and
identify clients at risk, a role of the CNS in primary care is to provide a
source of continuity of care for the caregiver. Further, the nurse is able to
mutually assist bereaved individuals as they move to redefine their lives
and form the pattern of trajectory of adjustment to the loss of a spouse
following caregiving. The nurse is the only professional in a position to
provide continuous care (Rigdon,1987). Therefore, in the process of helping

the spouse reestablish and restructure his/her life, the CNS has an
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opportunity to facilitate evolvement through this period of
multidimensional transition (Rogers, 19681).

Silvermans’ (1972) widow to widow prograem teaches individusls to
cere for themselves, then move into the caregiving role of helping one
another, thus the helping person is being helped. Help comes from really
understanding, based on knowledge and experience and having alternatives
available to assist the widowed individual. A cycle of giving and receiving
is achieved where the potential for healing and heslth is maximized.

Similarly, within the nursing literature, Rigdon, et al. (1987) conducted
a study to generate a theory of helpfulness for the bereaved elderly. The
study was a part of a larger descriptive, longitudinal study of elderly
bereaved individuals. Thirty bereaved persons were interviewed in their
homes, six times during 8 two year period, post death of the spouse. The
initial interview occurred approximately four weeks following the death,
then at two, and six months, one year, eighteen months, and two years.
Interviews were tape recorded. Three questions were asked:
1. Is there any advise you would give someone else who has lost a
spouse ?

2. Have others been helpful to you during the past few weeks ?

3. What have they done ?
Using content analysis a search was made for data that recurred repeatedly,
thus representing patterns or themes that could be clustered into
categories.

The frequency of recurring data throughout the interviews was used to
determine that the data represented patterns or themes. Examples of
categories that described behavior of others, that elderly bereaved

perceived as helpful were; "being available, expressing concern, keeping in
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touch, gxtending social invitations, providing transportation, providing legal
and financial assistance, and giving “care packages”, and providing physical
help” (Rigdon, 1987, p. 39). The seven categories were expressed in two
unidimensional and mutually exclusive categories, which were described as
“be there and do something™ (Rigdon, 1987, p. 41).

Researchers found that to be helpful, the bereaved person needed a call
and a response from self to self, and from others to the self. In essence,
older bereaved persons had the primary responsibility to invite themselves
to a new life, af ter the death of a spouse, by being an individual and by being
involved with others. Additionally, researchers found that others must
invite the bereaved person to become a part of their lives by being there and
by doing something for or with them. Without an invitation from others, the
nev life of the bereaved was diminished and the invitation was only partial.
Further, the bereaved were able to give to others in response to the
question, “what advise would you give to someone else who lost a spouse”
(Rigdon,1987, p.36). For example, bereaved respondents answered by
advising others to be an individual because grief is unique for each person,
and to communicate with others.

Unburdening potentially could occur when participants actively
communicated advice to others, to assist them in coping with 8 significant
loss. It would appear that by coming to the assistance of someone else, the
possibility of resolution of ones’ own problems becomes clarified. The
process seems to progress when perspective is altered by reaching out to
another person.

According to Rigdon (1987), an invitation to a new life for the bereaved
meant giving and receiving. This theory of helpfdlness during bereavement

was primarily crisis oriented. Intuitively, nurses realize that bereaved
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persons need care and concern from others. Less commonly realized is the
fact that bereaved elders also want and need to help others. Nurses are in a
unique position to intervene to facilitate healing and growth following
bersavement by encouraging family and friends to allow widows and
widowers to not only receive help but to give it. Furthermore, continuing
help for & longer period of time is a more credible approach for elderly
bereaved persons (Rigdon,1987).

Further, in an opinion article within the nursing literature, Hogstel
(1985) identified older widowers as a small group of bereaved individuals
who were more likely to experience loneliness and depression then widows.
This phenomenon of widowhood occurred in part because of their advanced
age. Most widowers were eighty years and older, and at this age they made
up 8 small population of individuals. Furthermore, women tend to out live
men by almost a decade in this age group. The age factor often prohibits
cultivating new social contacts or maintaining old friendships made in
previous associations with the spouse. Loss of a spouse and companion for
numerous years is devastating to many men. The significance of this loss
may account for the statistic that places white males in their eighties as
having the highest suicide rate in the United States (Hogstel, 1985 ).

Interestingly, some of the unique concermns experienced by widowers
related to their inability to evolve through the grief process as
satisfactorily as widows, as many men in American society did not learn to
express their emotions openly. Further, men in their late years may be
physically and emotionally unwilling to leam new skills which were
formally considered the “wives tasks®, such as cooking and keeping house
(Hogstel, 198S). Moreover, widowers have more difficulty adjusting to

alternate living arrangements such as living with adult children. Therefore,
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loss of independence that may be associated with ill health, and loss of
usefulness and role in the family may be threatening to the well-being of
the widower (Hogstel, 1985).

Raphael (1983) cites that bereaved widows and widowers have a
number of tasks to negotiate for longer term adaptation to life without
their spouses. There is 8 need to find new sources of adult to adult
relationships that will meet needs now unfulfilled with the loss of the
spouse. As described by the author, the needs within these adult
interactions include attachment, nurturing, guidance and reassurance, social
interaction, and alliances. Outlets for meeting these needs must be
individually planned and mutually negotiated. Indeed the nurse is in a8 key
position in a primary care setting where the needs of the elderly can be
assessed and addressed. Moreover, the bereaved spouses sense of worth may
have been intimetely bound to the roles and identity that the marital
relationship prized (Hogstel,1985; Raphael,1983). Therefore, an awareness
of patterns of adaptation to loss in the elderly widower is health promotive
and can be incorporated into unburdening management by the nurse in
advanced practice.

Importantly, researchers preparing empirical data and other caregiving
research have concurred that the consequences and implications associated
with loss of a spouse following a long term illness of the mate is
distressful and can impact the health status of the aged surviver (Parkes,
1970; Vinek, 1984; Bowlby, 1970; Malone, et al. 1985; Hogstel, 1985).
Accordingly, knowledge and understanding of caregiving burdens and
grieving following the death of a spouse can lead to new insights in helping
bereaved caregivers as they release their burdens.

As cited by Schneider (1984), the spiritual dimension of grieving
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involves the process by which an individual finds meaning and purpose in
life following loss. After experiencing a significant loss, a persons value
system, his goals, and beliefs are altered. Therefore, an individual may need
to redefine and integrate a life purpose that no longer is dependent upon
what was lost. The unburdening process within spiritual dimensions
depends upon grieving themes which include confronting ones’ belief system,
ones’ goals in life, and 8 reappraisal of lifes’ purposes (Schneider, 1984;
Parkes, 1970).

Summary

In summary, the literature supports repatterning and growth with the
concept that as resolution of loss occurs, the body recovers and depleted
energy stores are renewed (Glick,1974; Schneider,1984; Parkes,1970).
Nevertheless, limitations in the literature in the area of unburdening and
bereavement are clearly evident. Bereavement among the elderly is an under
researched area. Most studies of bereavement included only widows in spite
of evidence linking an increased risk of physical and emotional deterioration
greater for bereaved men than for bereaved women.

Furthermore, Maddison and Viola (1968) reported the failure to include
widows of men over the age of sixty years was deliberate to avoid the
possibility of contamination of the sequence of bereavement with the
consequences of the normal aging process. For such uninsightful reasoning,
there is little knowledge of the bereavement process i’n older age males and
females. Additionally, the use of cross-sectional design with good and bad
bereavement outcomes determined on the basis of recall of health-illness
symptoms over the past year produces a criticism of the validity of findings
based on recall (Dimond,1981). Furthermore, Thompson (1984) reported that
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while economic factors may be important moderators of the impact of
bereavement on elderly adults, few studies have examined the differential
effects of socioeconomic status. Consequently, complex interactions among
age, sex, socio-demographic factors have not been explored well in the
literature.

A review of the current and classical literature has been presented in
the following areas; the caregiving process, caregiving burden, and
caregiving unburdening including grieving following the death of the
caregivers’ mate. A great body of literature has been focused on these areas
with the exception of caregiving unburdening. Critical points will be
summarized as follows; grief can be conceptuslized in several ways, each
accompanied by a slightly different set of bereavement behaviors; little is
reported in the literature about the response of elderly individuals to the
loss of a spouse, and widowers are virtually excluded from the literature.
Further, differences relating to the manner older persons experience the
death of a spouse from younger persons was not found in the grief
literature. Some significant contributions have been made within the
grieving literature relating to the first year of bereavement.

Minimum attention has been given to caregiver unburdening following
spouse bereavement. A powerful predictor of adaptation to widowhood is
past experience. The competencies and skills utilized in previous difficult
situations probably continue to be used to cope and survive losses such as
the changes related to chronic iliness and the death of a spouse. Empirical
data to support this area is lacking, yet it is reasonable to assume that
successful coping in one stressful event is potentially transferable to
another.

In general, there is a need for research and attention to the experience
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of grieving and unburdening within spouses following the loss by death of
their chronically i1l mates. There is a need to explore over time resultant
physical and mental problems, spiritual concerns, family relationships,
financial sequela, social isolation, self care as well as the positive
implications following the loss by death of a significant family member.
The researcher attempted to find data on the concept of unburdening but
none was available.

Thus, in conclusion, the literature findings would suggest that the
process of unburdening may well be related to a number of different factors:

1) Factors concerning the caregiver/care recipient process such as the
duration of ceregiving, prior relationship, health status, social supports
available, and financial constraints.

2) Factors relating to the bereaved caregiver such as age, level of
physical or mental impairment, well being, previous coping strategies, and
prior stressful life events.

Therefore, the extent and rapidity of unburdening will depend upon
these factors which can best be ascertained by examining the interview
guidelines and outcomes. In the next chapter, the methodology used for the

collection and interpretation of data within this study will be described.



CHAPTER IV

METHODOLOGY AND PROCEDURES
Qverview

This research study vas designed to explore the process of unburdening
as experienced and expressed by the former spouse caregiver following the
death of the chronically ill mate. In depth open ended interviews were
carried out at one and two months following the death of the former
caregivers’ spouse. Within this chapter, the research approach, the criteria
for inclusion, the method, and human subjects protection will be described.
Also discussed is the development of the interview schedule,
socio-demographics, data collection procedure, and instrument formulation.

Data analysis plans are identified.

The Research Approach

A qualitative research approach was chosen to explore unburdening
within physical, emotional, mental, social, financial, and spiritual
dimensions in former caregivers following the deaths of their chronically
ill spouses. Ethnographic field work was used to explore the general area of
unburdening, a phenomenon about which little is known. A qualitative type
of research refers to the methods and techniques of observing, documenting,
analyzing, and interpreting attributes, patterns, characteristics, and
meanings of the cultures of individuals experiencing caregiver unburdening
(Spradiey,1980; Munhall,1986). Culture is defined as acquired knowledge
that people use to interpret experience and generate social behavior
(Spradley, 1980).

The researcher documented and described the major features of the



63

events, situations, and experiences of spouse unburdening following the
death of the family member. The goal of this qualitative study was to
analyze and describe the unburdening phenomenon from the subjects point of
reference. Further, verbatim statements, thoughts and behaviors were
studied in depth to discover common patterns and themes from informants
within the individual, actual life setting, their homes.

A quasi-grounded theory approach of data analysis was utilized (Field &
Morse,1985). An inductive, from ground up method, is guided by the
assumption that people do, in fact, make sense out of their human field and
environment despite the seeming appearance of disorder or chaos to the
observer (Munhall,1986). The researcher has chosen a subject area where
the knowledge base is sparse. Based on observations and interview data, the
resulting findings may assist in understanding holistic dimensions of the
study participants who have experienced caregiving and the death of their
spouses. The resulting data may provide a foundation from which timely
nursing interventions may be identified as well as, social planning and
problem solving in this increasing human social problem in todays society,

as the size of the older population increases.

Criteris For inclusion
The study subjects consisted of recent widows or widowers, who were

willing to be interviewed one and two months following the death of their
chronically ill spouses. A convenience sample of three spouses was utilized
for the study. The participants were admitted initially to the study through
a telephone interview. Spouses of care recipients, who died approximately
one month prior to the phone screening, were asked to participate in

interviews exploring their caregiving and unburdening experiences.
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Criteria for qualifying participants for the study included:

1. Former spouses 65 years of age or older.

2. Ability to speak English.

3. Bereaved spouses who are mentally alert.

4. Consent in writing, for two audio taped, one hour, interviews at
one month intervals.

S. Willingness to be interviewed in their homes.

6. Individuals who cared for their spouses for a8 minimum of two years,

or more.

Methodology

In this study, the researcher used ethnography as a means of factually
describing, exploring, and analyzing aspects of a way of life of individuals
experiencing caregiving unburdening following the deaths of their spouses.
The essential method used was participant observation, field work, qnd
intensive interviewing with interviewer participation within the
subculture. The purpose of the methodology was to contribute descriptive
and exploratory findings of the subjective meanings about the phenomenon
of unburdening involving three bereaved spouses (Spradley,1980; Munhall,
1986).

The in-depth interview portion of the research was carried out in the
homes of the participants. Using open ended interview questions and
observation methods, the researcher explored the subculture with the
informant moving from concrete to higher levels of generalization. As a
result, patterns and themes were derived from the data which served to
communicate meanings of a subculture.

Additionally, there was search for commonalities, and differences in
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unburdening constructs across informants and changes occurring over time.
As a result of the interview content, and interpretation of dats, new
dimensions and insights, and could shed light on unburdening as a viable
process.

As the interview was audio-taped, the informant was fully aware of
the main components of informed consent, as follows:

1. Freedom to refuse to answer any questions at any time during the
interview.

2. Permission to stop the interview or withdraw from the study at any
time.

3. Understanding that names were not associated with the material.

4. The preliminary interview was utilized for the purpose of getting
acquainted, arrenging, and scheduling the subsequent interview. Further, the
interviewer then proceeded with questions that related to a typical day
when caregiving and current reactions which developed since the death of
the spouse.

The researcher entered the respondents field as a stranger and learned
about the environment by asking questions and obtaining explanations from
informants. All respondents were asked the same questions. Nevertheless,
the process of getting information required the interviewer to listen for
implicit and explicit meanings in the .explanations and responses to
questions provided by the informant. The interviewer probed for additional
data, building on the previous interview in a cumulative process over two
consecutive interactions with a month interval between interviews.

By means of participant observation, the researcher constructed a
description of the subculture as the informant reported it. The researcher

observed the activities of people, the physical characteristics of the social
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situation, cultural artifacts, and what it felt like being a part of the
participants’ world (Spradiey,1980). Further, in making the ethnographic
record, the researcher took field notes and recorded observations to obtain a
broad overview of the social situation. Open ended interviews were
utilized. The interviews were considered formal as they were held at
appointed times and resulted from a specific request from the interviewer
to hold the interview. The recordings served to build a bridge between
observing and analyzing which lead to more questions for further insights
and ideas. As a result of this methodology, findings which identified
strategies applicable in primary health care in working with unburdening
clients became apparent.

During the initial interaction, the interviewer obtained a broad
overview of the situation with non-threatening questions about a typical
days’ activities. Building a trusting rapport was essential during this
period. The researcher anticipated that informants’ may respond in a
reserved and guarded fashion during this period and that this reaction would
resolve as the interviewer was accepted into the subjects’ environment.
After the initial half of the first interview, the researcher asked questions
leading to more focused observations in the search for patterns or themes,
dimensions and insights into the meaning of caregiving unburdening.

In the final phase of data collection, role disengagement was
incorporated. During this time there was 8 termination of relationships
built over a period of two months. At the conclusion of the last open-ended
question the interviewer turmed off the tape recorder. The researcher asked
each participant to evaluate the experience. Participants were asked if they
shared their personal thoughts and feelings relating to caregiving and

unburdening with anyone else. Equally important, participants were asked if
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they would recommend this type of experience for someone who shared a
similar life transition phenomenon.

Each informant was thanked for participating in the study and praised
for helping others to understand the human experience called unburdening.
Additionally, respondents were given a typewritten summary of the recent
litersture on caregiving and unburdening (see Appendix A). Participant
observation activities provided ongoing data to fill the gaps through
objective notes of what was happening in the informants environment. Field
notes were made to obtain a broad overview of the situation such as
characteristics of the people, what goes on in the environment and how the
people act. Also noted were cultural artifacts, and physical and spatial
characteristics of the environment. A gift of flowers was then sent to the

home of the individual participants at the conclusion of the final interview.

Inf n

The researcher contacted Barbara Given, R.N. PhD., Professor of
Nursing, Graduate College of Nursing, and Charles Given, Ph.D., Professor,
Department of Family Practice, Michigan State University. The purpose was
to request permissibn for initial contact of potential research participants
through a National Institute of Aging funded study entitled ° Caregiver
responses to managing elderly patients at home®, currently cosuthored and
conducted by the above researchers at Michigan State University. Following
approval, recently bereaved caregivers were contacted by telephone, by
data collectors, for the above study. Bereaved caregivers were asked if
they would be willing to participate in an in-depth study exploring varying
reactions following the death of their chronically ill spouse. Individuals

who agreed to be part of this study were contacted by phone by the
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researcher, seeking criteria affirmation and initial consent for
participation. (see Appendix B) Approval for the research study was
requested of the Michigan State University Committee Involving Human
Subjects (UCRIHS).

Approval was received on 2-2-87, per Henry E. Bredick, Ph.D., Chairman
of UCRIHS (see Appendix C). Following Institutional and UCRIHS approval,
the researcher contacted each participant by telephone to verify their
current interest in participation in a research study. The data collection
process was conducted in the following manner:

1. Introduction of self by name, title, and association as a graduate
nursing student at Michigan State University.

2. Explanation of the nature and purpose of the study and the criteria
for being a part of the study.

3. Determination of interest in the study by willingness to sign
consent form.

4. Explanation of what was expected in participation and an estimation
of the amount of time needed to participate. What the participant could
gain from involvement in the study was discussed. Assurance that a
potential subject could withdrew from the study at any time and that
withdrawal would in no way effect the care received from their physician
or formal agency.

S. Assurance of confidentiality, including protocols of privacy and
ethics of interviewing. Understanding that names would not be associated
with study material.

6. Request for participation.

If the individual agreed to participate in the study, a time was

scheduled for the first visit at the informants’ convenience. At the first
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interview, the informed consent procedure was discussed (see Appendix D).
The participant was asked to read and sign the consent form (see Appendix
E). The consent form provided an explanation of the study, the benefits, and
human rights protection information, the right to privacy and
confidentiality. Each participant had the right to deny responding to any
portion of the interviews. Subjects could refuse to participate at any time
vithout experiencing any form of loss. If an individual refused involvement
or continued participation in the study, he/she would have been thanked,
supported, and assured that regular care would not be interrupted.
Informants who agreed to continued participation mutually established
dates and times for the second interview to take place. A consent form
letter describing involvement in the study and signed by the researcher was

given to each participant (see Appendix F).

interview Schedule
The instrument utilized followed an open ended, in depth interview

format. A process of intensive interviewing and participant observation
was utilized to explore caregiving and unburdening perspectives with the
informant. The standardized interview schedule was designed to collect the
same categories of data from all study participants. Therefore, the answers
of respondents are comparable and classifiable (Spradiey, 1960).

The interview format utilized for this study specified topic areas to be
explored and probes used for each question (see Appendix G). Questions
within this instrument were concepts based upon Rogers’ (1980) theory of
unitary man (see Figure 2). The literature review of grieving theory
following chronic iliness and death of ones’ mate and the application of

selected concepts to the older adult also served as a basis for questions.
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The topic areas were organized so that they progressed through related
issues from a non threatening topic area of a typical day now, followed by a
comparison to the time when the respondent was caregiving. The subject
areas moved through physical, emotional, mental, social, financial, and
spiritual spheres with probes eliciting related information. The progression
of questioning left the more sensitive topic areas for later in the interview
when trust and rapport had been established. An example of a more sensitive
question was, “if you could talk to someone who is in the same situation as
you were, just two months ago, what would you like to tell them?® The
socio-demographic instrument was administered at the conclusion of the

taped interviews (see Appendix H ).

Operationalization of Concepts

The concepts operationalized included unburdening, family spouse
caregivers, loss through death, and changes occurring because of the death.
The concepts of caregiving and unburdening were operationalized by
observing, listening, and responding to participants’ responses to open ended
questions related to each of Rogers (1980) concepts developed by the
researcher. Through open ended questions the informants were provided an
opportunity to express themselves as whole, unique individuals who
integrated past experiences into new patterns of living. Physical, social,
financial, emotional, mental, and spiritual assets and limitations were
observed and recorded by the interviewer.

The concepts of caregiving and bereavement, following spousal
caregiving, were operationalized separately by listening and exploring,
utilizing the following basic questions. Informants were asked to describe

a typical day now, as opposed to when they were caregiving. Consideration
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was given to such activities as food and fluid intake, exercise, daily
activities, and sleep and rest, i.e. 1) Could you describe & typical day
now ? [measured unburdeningl 2) How is this different from then?
[measured caregivingl In-depth, probing questions were utilized such as
"How is your energy level not, compared to when you were caregiving?”

Further probing questions guided interactions which explored the
impact of caregiving and bereavement on the whole person. Questions were
aimed at describing how the participant felt physically, emotionally,
mentally, socially, and spiritually now as opposed to when he/she was
caregiving. With these questions the interviewer encouraged the respondent
to compare ond contrast now versus then. [measured
caregiving/unburdening).

In the search for further pastterns and common themes across
participants, the second interview sought to explore reasons for caregiving,
reappraisal of purpose and mesning in life, and self care gosls. The
participants were asked if they could do anything, go anywhere, without any
limits, how would they view themselves? The latter questictic weo
designed to operationalize unburdening. Probing questions were utilized
during the interview process were designed to assist informants in
verbalizing their caregiving and bereavement experiences with the
interviewer.

A description of the bereaved caregivers age, race/ethnic background,
highest level of education, occupation, financial status, current health
status, number of years of caregiving, and family and social supports
operationalized the extent and nature of human and environmental variables.
This data described the man and environmental factors which may impact

the sequence stage of growth through which the respondent passes during
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caregiving and bereavement. Therefore, the major goal of participant
observation was to record and describe what was seen and heard, in the
language used by the informant, thus identifying cultural meanings within

the subculture itself.

Piloting

The initial data collection phase included piloting of the interview
with one individual who was similar to the proposed sample informants,
with the following exceptions, the pilot participant was an adult child,
bereaved caregiver who was 55 years of age and had cared for her mother in
law for a period of five years in her home. During the pilot interview,
understanding of the questions was established to determine if questions
were clearly understood by the informant. Also verified was the informants
capacity to communicate feelings of reactions to ceregiving and loss
associated with the death of a significant family member. The piloting
verified the appropriateness of the questions and the sequence of evolving
through the life cycle transition.

Because of the piloting, further development of the interview questions
and instructions to the study participants was completed. A
socio-demographic open ended questionnaire was added to the study to
provide an additional dimension which would verify sample criteria and add
clarity to the conceptual framework. Organization and expansion of
interview questions for ease of transition between conceptual guidelines
occurred as a result of the piloting. The piloting process demonstrated the

effectiveness of the interview format in eliciting responses.
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Post Interview Schedul

At the completion of each interview, the interviewer informed the
respondent that the interview had formally ended. At that time the tape
recorder was tumed off. The socio-demographic instrument was self
administered in the presence of the interviewer. The interviewer asked
each participant to evaluate their interview experience. If there was a
difference between the participant's description of his/her experience and
the verbal responses during the interview process, a discussion of the
differences was initiated by the interviewer. Discrepancies were noted in
the field notes to be discussed in Chapter 6. Further, a debriefing was
completed at the conclusion of the interview process for the purpose of
providing the individual with an opportunity for free verbal expression. At
the conclusion of the final interview, each participant was supported,
thanked, and assured that what they contributed during this interview

process will help others who‘ are unburdening.

Dats Collection Procedure
In this study the researcher utilized a process of open-ended, guided

interview to explore a significant life transition experience with each
participant. During the process of participant observation, it was the
interviewers role to guide the interaction and keep it on topic. In order to
minimize wandering off track, several open-ended questions were asked
beginning with concrete questions about specific events of every day life
and moving toward more in-depth, generalized focus about the caregiving
oand unburdening experience. On initial interaction, the interviewer
established a rapport with the informant and the latter decided if the

process was meaningful and the if interviewer could be trusted. Trust and
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rapport are essential components for field work validity and reliability
(Leininger, 1985).

The interview process was enhanced in 8 quiet atmosphere which was
free of interruptions and required a non judgemental attitude of the
interviewer. In obtaining information, the researcher listened to the
implicit and explicit meanings in descriptions, explanations, and non verbal
cues provided by the informant. Where areas of communication were
superficial, additional meanings were sought through effective use of
silence, acknowledging with "hmmm" or could you expand on that?", thus
giving permission for the informant to continue (Field, et al. 1985).

The use of a tape recorder may have increased the level of anxiety
experienced by the respondent. However, by placing the tape recorder out of
sight, and utilizing an invisible microphone the informant was able to forget
about the tape recording machine. The interviews were considered guided as
some knowledge about the structure of the topic was known out of the
caregiving and grief literature, but responses could not be anticipated.
Between the interviews the researcher evaluated the quality of the
interviews by listening to the transcribed recordings. From the verbatim
interviews and through selective observations of the environment, themes
and patterns of burden and unburdening began to emerge.

If secret information was passed onto the researcher in the course of a
trust which developed, the interviewers’ primary responsibility was to the
informant. The informant had the option of retracting any requested
information at any time. The researcher respected these wishes at all
times during the course of the interview process. If an informant gave
information to the researcher that was of an ethical nature, such as suicide

threats, the researcher would have advised the informant that a risk to
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his/her life was the concern. The researcher would have faced the issue of
violation of confidence openly by trying to persuade the informant to seek
help with the interviewer in accompaniment.

To improve the researchers understanding of the phenomena of
unburdening, the setting was described through the use of explicit field
notes. In addition, the researcher jotted down objective descriptions of the
environment, such as other people involved and significant physical things
that were present. Subjective impressions of nonverbal communications
such as general impressions of emotional status or state of distress in an
observed interaction and the interviewers reactions to the process
supplemented the taped interview. Additionally, for each interview session,
field notes included a record of the date, time, and place of the interview

and who was involved in the interaction (Field, et al. 1985).

ts Ana

For data analysis within this study, the researcher examined the
content of the interviews of three participants beginning with the
dimensions of the unburdening concepts consisting of physical, emotional,
social, financial, mental, spiritual, as well as mourning, and growth. In the
analysis each interview was coded according to these concepts considering
the possibility that each interview may not have all concepts. For example,
under the concept of physical unburdening, three to five short statements
representing evidence of unburdening at a physical level were identified.
Verbatim quotes were extracted from the transcripts which summarized
the physical status of the subject. A short narrative statement summarily
described the extent of physical burden or unburdening and some insight into

the causes was presented. Utilizing these pages of data, the researcher
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prepared for the interpretation of themes and patterns section by taking
each concept under unburdening and summarizing it as follows:

1. What was the range of physical or other construct of unburdening
across all respondents ?

2. Did changes occur in each construct from interview time one to
interview time two ?

3. What accounted for the differences in each construct of unburdening
across all participants ?

4. ‘Wwhat accounted for the changes from interview time one to time
two ?

The researcher developed a format where the unburdening themes and
patterns evolved from physical, emotional, mental, social, and spiritual
domains. The process of unburdening was broadly impacted by perceptions
of one or more of these categories as a result of caregiving and the death of
the spouse. Qualitative content analysis served as the research approach to
inductively derive cultural patterns or dominant themes from the data
which focused on verbatim, typewritten transcripts from the interviews,
observed behavior, and artifacts in the subjects environment. Themes or
patterns were identified after comparing, contrasting, and examining the
data for a themes’ presence or absence, as well as changes and differences
in each construct across time. The occurrence of 8 theme could be positive
or negative.

As a result, subjective meanings derived from descriptive data
provided through participant observation and all other date sources served
as a basis for drawing cultural inferences. Themes were developed as &
result of recurrent patterns typically described by all study participants.

From the data, unburdening themes and meanings within holistic dimensions
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emerged and were used to formulate the written perspective presented.

Summary

The research approach, criteria for inclusion in the study, methodology,
human subjects, interview schedule development, operationalism of
concepts, socio-demographics, data collection procedures, and plans for
data anslysis were identified within this chapter. In Chapter S the data

will be presented and summarized.



CHAPTER V

DATA PRESENTATION AND ANALYSIS
Qverview

The data presented in this chapter describe the study population and
caregiver unburdening, by older adult individuals within holistic domains.
Participants were interviewed at one and two months after the death of
their spouses. Data are presented about the unburdening process with
concepts consisting of physical, emotional, mental, social, financial,
spiritual, mourning, and growth. A discussion of the findings within the
verbatim transcripts and field notes with analysis and summary of the
findings is presented within this chapter.

The following study questions presented to respondents followed a
guided, open-ended interview format:

1. Please describe a typical day now in contrast to a typical day when
you were caregiving.

2. How do you feel physically, emotionally, mentally, socially, and
spiritually now as opposed to when you were caring for your spouse ?

3. What would a typical day be like if you could do anything you wanted
todo ?

4. If you could talk with someone who is in the same situation as you
were in just two months ago, what would you like to tell him/her ?

5. Each subject was offered the opportunity to respond to the question,
"Is there something else you would like to talk about ?°

The analysis of the data began with an examination of the
socio-demographic variables which provided an added dimension of

person/environmental factors and provided a frame of reference in the
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analysis of the unburdening process. Further, typewritten transcripts and
- field notes from the interviews were analyzed for the presence of
unburdening constructs with verbatim quotations noted, which represented
evidence of the presence of that construct. Following this process, a short
summary was written describing the extent of the level of construct burden
or unburdening with some insight into the causes on each subject and each
interview. In the summarization process, the range of construct unburdening
across all respondents, and changes in sub-constructs from interview one to
interview two were described. Also included were factors accounting for
the differences in each category, and factors accounting for changes
between interview times. A discussion of the study with an analysis and

interpretation of the study results is presented.

The sample for this study consisted of three individuals, two females
and one male. All subjects, upon the initial interview had been caregiving
for their spouses 8 minimum of two years. Each person had been bereaved
for approximately one month at the first interview. The population was
obtained from the State of Michigan, two subjects had participated in the
Family Caregiving Study, and one subject was referred from a primary care

provider in the Lansing area.

io-de hic Variabl
Socio-demographic variables utilized in this study were age,
race/ethnic background, educational level, occupation (when employed),
total family income per year, medical/health insurance, and state of health.

Additional data collected were present state of health, number of years as
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caregiver for spouse, humber and ages of living children, and children living
at home. Other data collected were, ch‘ildren living away from home, the
number of miles away, frequency of visits outside of the home, and
participation in outside activities (see Table 1).

The age of the study informants were from 65 to 68, with a mean age
of 66.6 years. Racially, all subjects were Caucasian, with educational
levels ranging from 11th grade in two participants to graduate education in
one subject. Former occupations of the study participants included factory
work, bar maid, and math school teacher. All subjects were retired. Total
family income included the categories of: $4,000 - $9,999; $10,000 -
$19,999; and $30,000 - $39,999.

Subjects were covered by Medicare A & B, with two participants
utilizing other medical insurances to supplement Medicare. Two subjects
(67%8) indicated adequacy of insurance coversge. One subject (33%), who
utilized Medicare A & B exclusively, indicated medical insurance was not
adequate. On a four point scale ranging from excellent to poor two subjects
rated their present state of health as good, and one rated her health state as
excellent.

Two participants had been caring for their spouses for a period of two
to three years, while one subject had been a caregiver for her spouse for
five or more years. ‘

The number of living children ranged from three to five with a mean of
4.0. All study subjects have grown children who live within a fifteen mile
range of their homes. All study participants indicated that they visited
people in their homes, with two indicating outside visits. One indicated

frequency of outside visits vas less than once 8 month. The other two
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stated their outside visits were more than once a week.

Data was collected on activity participation outside of the home. All
subjects indicated neighborhood activities, two marked church participation
and one noted club participation. The entire group of respondents listed
involvement in at least two categories of outside activities.

This is a sample of older adult Caucasian widows, and widower, who
followed patterns of American growth and development. All went to school,
were employed, got married, had children, and retired. All subjects have

recently experienced caregiving and bereavement of their spouses.

Presentation of Findings

In the following section the researcher will identify by code, each of
the three subjects. Under the various construct headings, the researcher
will:

1. Number and list each statement which represents unburdening at the
construct level.

2. List verbatim quotes which summarize the construct status of the
subject, coded in brackets [ ] to match the appropriate construct statement.

3. Construct development will be presented on each of the two
interviews, by subject. Both interviews will be summarized together and

will include the status of the burdening/unburdening process.

Subject #1 Interview #*1
Physical Unburdening
1. Schedule revolved around tasks.
2. Positive or negative health perceptions.

3. Self care practices.
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Quotes:

"l was busy all the time, |I'd have to get up and turn him over ever two
or three hours, or help him to the bathroom.” [1]

"I was up and down with him so much, the last year.”[1]

"1 go to sleep for about - fairly sound - then I'11 have these light dreams
- just come and go and wake me at night. Most of the time I'm rested when |
wake up.” [1]

" | think I'm pretty healthy."[2]

"I've got a bad back."[2]

"I go to a Chiropractor once a month for an adjustment.”(3]

" | take motrin for my arthritis and I'm on a blood pressure pill."[3]

"I've been on them for about two years.” [3]

(My back problem) - “at that time taking care of him - lifting on him

and turnin’ him so much that - kept my back tore up.”(2]

Subject #1 Interview #2
Physical Unburdening
1. Schedule revolved around tasks.
2. Positive or negative health perceptions.

3. Self care practices.

Quotes:

°1 just hope that | can go when I'm 90 years old like she (neighbor) does.
She still drives a car - works in her garden.”[2]

"I just go down there and set with them (elderly neighbors) - if she has
any dishes - | did her dishes up.™[1]

*| usually go out and do my shoppin’ early in the mornin’ before it gets
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too hot.” [3]
Summary:

While caregiving, physical care was organized around a busy schedule
of functionally related tasks such as lifting and turning. Her schedule still
revolves around caregiving tasks, as if they still existed. Wishes for long
life filled with ambitions and hard work, however initiates little self care.
Researcher sees little progress in physical unburdening between interviews.

This subject is not physically unburdening.

Subject #1 Interview *1
Emotional Unburdening
1. Emotional response.
2. Positive or negative loneliness.

3. Resignation to commitment.

Quotes:

“He was a good man, a hard worker - he made a living for his family.”[1]

"My family keeps track of me pretty good.”(1]

“We were always pretty close.”[1]

"I know we miss him."[2]

"Once in & while I'd get a little disgusted - he’d mess the floor or
something and I'd get frustrated for a8 few minutes."[3]

"l did the best | could toward him."(3]

"He wanted to die here - and he did."[3]

" - fealing lonely and sad along towards the end.”[2]

"I don't think that | felt any burden - and when | was taking care of him

and now, course | worked after he had his first two heart attacks. | had to
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go to work and | worked for 20 years - and then my health got bad and he
began to get worse and | had to quit."(3)

Subject #1 Interview #2
Emotional Unburdening
1. Emotional response.

2. Positive or negative loneliness.

Quotes

“Well, we were always pretty close as | say - we raised a family."(1]

“You don't think of it (bond of love and affection) at the time. You love
the person and you feel it's your duty to 1ook out after them.”[1]

“When he got so bad that | had to quit work - | didn't have a lot to do
around the house and that (caregiving) did give me something to do.’(2]

"It gets awful lonesome here now. Course |'ve been goin’ out a little

more now and doing things.*[2]

Summary

The emotional support network, for this subject, is supplied almost
exclusively by her family. The inability to talk of love, such as using terms
of endearment, i.e. loving, caring, for her spouse and others probably relates
to her learned patterns of communication. The bond of love and affection is
at a level of commitment. She promised to take care of her husband, so that
he could die at home, and she did her duty. The respondent is lonely but
initiates very little to resolve this feeling. The subject was less
emotionally burdened at the second interview and is emotionally

unburdening. Expectations for emotional support are minimal.
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Subject #1 Interview *1
Social Unburdening
1. Social relationships.

2. Outside social activity limited.

Quotes

" My son’s here and he tries to get me out of the house and of course he
checks on me every day.”[1]

"I can go now, if | want to, but | don't want to go."(2]

“The other boys check once a week, sometimes twice.”[1]

"As far as social life - | don't have any."[2]

“we've (former boss) been out to lunch since

passed away."[2]
"I go to church once in a while.”[2] |

“I've been over to my daughters once since ________ passed away."[2]

Subject #1 Interview #2
Social Unburdening
1. Social involvement almost exclusively remains inside family.

2. Socialization - caregiving.

Quotes
“The kids been trying to find places for me to go and things to do.”(1]
"INl go and color my hair - make him (son) happy.’(1]
| was down there last night and she’s got two ladies that she takes
care of - runs a Foster Care Home - and | went down there and set with

them. It gives me something instead of watchin' television all the time."[2]
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Summary

Social relationships are primarily with the respondents family.
Outside social contacts are minimal and, for the most part, are not self
initiated. She has the option of going out socially now but does not choose
to participate unless the activity is work related.

The respondent shows little change between interviews. The
researcher believes again that this is due to her inability to initiate

activity. She is slowly unburdening but the process may be a long one.

Subject *1 Interview *1
Financial Unburdening

1. Financial stability/instability.

Quotes

"~ - all I'Nl have is Social Security and | don’t think that will amount to
much - - so | don't know what I'm going to do from now on.”(1]

“When he was alive our income was right around $900.00 a month.” (1}

"My Social Security will be $255.00 a month and that's not very much to
live on."[1]

"I can't understand it - I'm just going to have to wait and see.”[1]

"No, | don't know much about that stuff." (finding out answers to
questions through the system) [1]

"~ - his life insurance through the shop - where he retired from - why

they raised that life insurance up to five thousand - -." [1]
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Subject *1 Interview #2

Financial Unburdening
1. Financial stability/instability.

Quotes

“We couldn't afford anything else.”( 1]

“There's one thing that bothers me - | haven't got any hospitalization
insurance - as yet.’[1]

"I'm still getting bills from up there.” {spouse in Nursing Home for two
and half days prior to death) [1]

“| never took care of bills or anything up until he got sick. when he got
sick it was really hard for me - because | had to learn all that."[1]

Summary

The respondent has been severely impacted by a reduction in her
monthly income since the death of her spouse. Further financial burden will
result when life insurance benefits are exhausted. Poor prior planning has
resulted in a sense of hopelessness . Again, she is unable to initiate change
and her financial status continues to deteriorate to its’ present poverty
level. The change between interviews indicates future financial burdening.

Subject #1 Interview *1
Mental Unburdening
1. Copes with problems via religion.
2. Duty describes specific coping behaviors.

3. Denial of problems.
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Quotes

“l just sit down and have a talk with the Lord and kinda forget about it."
(problems) [1]

"I just get the Bible out and start reading it.” (1]

"I thought it was my duty to care - - “[2]

“He'd be howlering for me and I'd be outdoors mowing and | come in and
check on him."(2]

"Because he was always a very clean person - | knew he wouldn't do

things like that if he could control it - so | just had to calm down."[2]

Subject #1 Interview #2
Mental Unburdening
1. Talk of decision/nondecision to provide cere for spouse.
2. Coping methods.

Quotes

"He asked me not to put him in a Home unless | absolutely had to - and |
told him | wouldn't. | didn't want to put him into a Nursing Home anyway -
because | wanted to be there - - .*[1]

"Seems to me like if | have to do something - | don't always enjoy it."[2]

"I was always told if you made just a little bit (money) - you managed
to get by on it. I've got to where | believe that."[2]

Summary
The respondent copes out of a sense of duty and commitment. She
relies on advice and input from others, including the Lord, to make

decisions, or to avoid making them. There was no change in mental
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unburdening between interviews. The coping method of avoiding and
religious practices supports never reaching the real issues, thus leads to

the recurrence of similar problems.

Subject #1 Interview #1
Spiritual Unburdening
1. Purpose and meaning of life - not stated.
2. Talks of God, Bible, and PTL Club as spiritual resources in critical

moments.

Quotes:

"I just live each day as it comes and let each day take care of itself.”[1]

“So the past is gone and we can't do anything about that - and again we
can't do anything about tomorrow."[1]

“In the critical moments |'d just get the Bible out and start reading
it-12] |

"At nine o'’clock | turn on the TV and watch the PTL Club and the 700
Club."[2]

Subject *1 Interview #2
Spiritual Unburdening
1. Purpose and meaning in life stated.

Quotes
"l had an idea that - that (purpose and meaning) had something to do
with it." (the decision to care for her spouse)(1]

"I didn't have an awful lot to do sround the house and that {(caregiving)
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did give me something to do.’[1]

"All my life it's all I've been doing is taking care of somebody. I'm still
doing that - | set for Mrs. ______ (neighbor) in fact | was down there
last night."[1]

Summary

Purpose and meaning in life has been fulfilled through caring for other
people. Caregiving has been a part of the entire life of this respondent. She
utilizes religion as a spiritual shelter in critical moments. In the context
of this individual. There were no changes in the spiritual unburdening

construct from interview one to two.

Subject #1 Interview #1
Mourning
1. Experiencing sleep disturbances as a part of the grieving process.

2. Tearfulness expressed.

Quotes
"I still hear him howlering for me during the night."(1]
" sit up in bed - then it dawns on me - he isn't here.”[1]
"It still hurts to talk about it (her husbands death).”[2]
“We've been here for 30 - 38 years - lived at this place.”(2]

Subject #1 Interview #2
Mourning
1. Talks of spouse as if he is still there. Saving spouses bed.
2. Tearfulness absent.
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3. Reminiscing.

Quotes

"l find myself seein’ and if he's there - cause he slept in that room
there and | have to go through to get to the bathroom."[1]

“I thought I'd just keep it up - if we have company - well, they can
sleep in the bed - it's a nice bed.”[1]

"1 don’t still wake up in the night and hear him callin’."[3]

“we've been here for 30 - 38 years, lived at this place - -." [3]

Summary

The subject is experiencing characteristics of mourning throughout the
interviews. Sleep disturbances and tearfulness described and expressed in
interview one were diminished in interview two. The attachment to the
room and bed where care was administered to her spouse was still evident
in the second interview. Reminiscence is beginning to play a role at
interview two in the mourning process. The greatest amount of change
between interviews occurred within this construct. The mourning process
is clearly changing with a decline in tearfulness and increase in reminiscing

apparent at the second interview.

Subject #1 Interview #1
Growth
1. Reaching out to future.

2. Contrasting past/future in discussions.
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Quotes

"l don't know - you never can tell you know. | might even take on a job
of caring for someone.™[1]

"1 look forward to evenings when | can turn television on and relax and
vatch the news - watch all the trouble around the world."[1]

"1 think | can understand more about people when they're sick, because |

have taken care of elderly people years back.” [2]

Subject #1 Interview #2
Growth
1. Reaching out to future.

2. Contrasting past/future in discussions.

Quotes:

"It gets awful lonesome here now, course |'ve been going out a little
ever now and then & doin' things.”[1] (adult sitting for neighbors foster
patients).

(her former husband) and | was always pretty close."(2]

“0Oh, sometimes | think I'd like to take a trip to California and visit
with my son out there - and | may do it - - later on.”(2]
" - you never can tell you know. | might even take on a job of caring for

someone - if | can find ‘'em close enough.”[2]

Summary:

Evidence of growth is limited. She speaks of going out and doing
things, and has taken steps to do so in the contest of caregiving. She talks
of past and future in relating to caregiving. She views the future with doubt
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and hesitation. Some change was noted between interviews as she reaches

out to the future as a caregiver.

Subject *2 Interview *1
Physical Unburdening

1. Schedule extremely busy.

2. Positive/negative health perceptions.

3. Self care practices.
Quotes

"l never feel there are enough hours in the day for me to get all the
things done | would like to do."[1]

"Now there is no one here to monitor or to coordinate with on when |
get up, when | go to bed.”[1]

"I had to direct him (spouse) to where the bathroom was and he would
wet the floors.”[1]

"A year before he died he was having nightmares and | would be
awakened because he would be grabbing me and shaking me."[1]

“The worst thing is finding - going to bed - in this bed."(1]

"1 tell myself, you need to go to bed. instead I'11 get up or I'11 have a cup
of tea or I'l1 have a snack and I'm wide awake."[2]

"l intend to live to be 120.7(2]

"I just passed a flight medical. I'm in fantastic health.”[2]

| tried to make sure that we had three simple, balanced meals that
were low in calories and highly nutritional.”[3]

"I try to get - | should get eight glasses (water) a day."[3]

“I've been almost over obsessive toward it (chocolate). So | am able to

say no you don't need chocolate, but before {(spouses death) there was no way
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| could say no."[3]

"I've been trying to get with the lady next door and continue my walking
because | know it will be good for my heart and good for my waist.”(3]

"Age to me - you know - that’s just like 8 number. What does 68 mean ?
| feel just like | did when | was 38 and | 1ove all the same things."[3]

Subject *#2 Interview #2
Physical Unburdening

1. Self care practices.

Quotes:
(as a way of helping others) “try to maintain your own sense of dignity

and sense of humor."[1]

Summary:

While caregiving, the respondents schedule demanded constant
vigilance and attendance. While no longer providing care her daily
activities continue to be busy with social invitations and getting things
done. Her sleep patterns are altered due to the impact of her spouses
illness and perhaps the memory that he died in the bed she currently uses.
The respondent is positive about perceptions of health and is futuristic in
her self image as a healthy, older person. Little change was noted between
interviews. She uses humor and self care as a8 means of maintaining her
sense of dignity.
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Subject #2 Interview *1
Emotional Unburdening
1. Emotional response.

2. Positive or negative loneliness.

Quotes:

"1 will call my daughter, and she & | will talk or call (son), in

Europe, more often than | used to.”[1]

"He's (son in town), sweet and helpful.” [1]

"My friends have been wonderful to me.’[1]

"You've lived with and loved someone for 46 years and you just don't
stop when they become i11."[2]

"1 knew the things he was doing that were very hurtful to me - was not
the man who loved me or that | had loved. This was a sick man."[1]

“He didn't like it (flying) as much as | did, but | thought - he (spouse)
must have loved me because he would always give me a flight for my
birthday."[1]

°I think | learned patience (associated with caregiving) and a different
meaning and depth of love - and a new belief in myself."[1]

*| think people love me.”[1]

"I was too busy to sit and mope about most things."[2]

"I'm alone - but I'm rarely lonely.”[2]

“Wwhat else to do (but be positive) ?°[2]

"You still feel a wash of melancholy but my feeling is -that’s over now

and | have to get on with my life."[2]
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Subject #2 Interview #2
Emotional Unburdening

1. Emotional response.

Quotes:

"When you've lived with someone for 46 years and you loved and cared
for each other - - - - - 1] |

“Love is respect and tendermess and caring, concern, empathy, and you
know - a multifaceted, many colored thing.”[1]

“I'm grateful that he died so peacefully.”[1]

“Try to preserve and add to the sense of dignity of the person that you

are caring for."[1]

Summary:

The respondents emotional support network is broad, including family
and friends, and extending throughout the caregiving and bereavement
periods. Relationships reflect in-depth expressions of love, caring, and
growth. A quality of patience was described in context of her relationship
with her spouse. Statements of a loving relationship with spouse and
support persons increased at the second interview, while tearfulness
declined. Feelings of loneliness clearly do not occupy her mind despite the
hurtful experiences that her spouses illness fostered. Emotionally

unburdening was evident between interview one and two.
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Subject #2 Interview *1
Social Unburdening
1. Social relationships.

2. Outside social activity.

Quotes:

"I went over and had dinner with him (son) 1ast night and he said - you
must be going all the time."[1]

"1 fly by myself, but | have a friend that enjoys flying and he can't get
his license renewed because of a heart condition and he loves to fly - so |
will ask him to come out and fly with me."(2]

"- - -getting ready for this trip to Italy - | went to see and do
everything.”[2]

"l have friends who ask me out to dinner. | have more invitations than |
ought to accept, | ought to start saying no."[2]

"1 have a friend who is also a Psychiatrist and | have consulted with
him - he operated as both Doctor and friend."(2]

"I have as many men friends as | have women friends.™[1]

Summary:

Over the years the respondent and her spouse had established a solid
network of social relationships, both in and outside the family. Those
relationships and those independent of her spouse remain intact. The
respondent is socially active to the extent that she is accepting invitations

from family and friends. There was no change between interviews.
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Subject *2 Interview *1
Financial Unburdening

1. Financial stability/instability.
Quotes:

“This is not one of the problems - it could be a problem for anyone who
does not plan ahead.”[1]

°I have sufficient income for my needs and to live very comfortably and
very well."[1]

"Everyone should think of the worst possible scenario and do something
- make things good for themselves.”(1]

"We both had good retirement plans and he had been a wise investor -
and | was able to get these things in order.”[1]

"My big problem now is to get all those bills sent in so that | can get
the money back from the insurance, because | paid all our Doctor bills."[1]

"We had good financial advisors, had a good lawyer and CPA."[1]

Summary:

Due to pre-planning and consideration for financial contingencies,
finances are not considered a problem. The only exception is the
reimbursement for Doctors bills paid prior to submission to the insurance
company. The respondent made use of financial advisors and reports
satisfaction with income that meets her wants and needs. There were no

changes in the financial construct between interviews.
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Subject *#2 Interview *1
Mental Unburdening
1. Copes via problem solving.

2. Uses support network.

Quotes

"Have someone you can go and pour out these feelings and get them out
and have someone who can help you look at them objectively.”[1]

"I've so many years in my science training and math training - Okay - -
you're faced with a problem, what do you do ? What are the possible
outcomes and how can you reach them ?°[1]

“What end do you wish to achieve and how are you going to go about it 7"
(1]

"All of my wonderful friends - I've gotten so much support from
them."[2]

“Do what you have to do - don’t sit and mope.”[1]

Subject #2 Interview #2
Mental Unburdening
1. Talks of decision to provide care for spouse.

2. Uses broad religious beliefs.

Quotes:

“You don't make that kind of decision - it's made for you."[1]

"If it wasn't a husband | suppose you could say - this man is getting
impossible - I'm going to leave this situation.”(1]

"It's not really a conscious decision - you don't just step aside.”(1]
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"And | need to make decisions about what I'm going to do with this
house - it's not a pressing thing."(1] |

“You're doing the best that you can do - don't blame yourself, you didn't
cause it."[2]

Summary:

The respondent has relied on coping strategies such as problem solving
techniques utilized in her professional life. She utilizes support persons to
ventilate her feelings. She believes in herself and respects others
emanating from a foundation learned in childhood. She talks of regaining
control of her life as she contemplates future decisions. There were no

changes in the mental unburdening construct between interviews.

Subject #2 Interview #1
Spiritual Unburdening
1. Meaning and purpose of life stated.

2. Broad religious beliefs.

Quotes

“We were brought up to go to whatever church was nearest or that our
friends were going to - because they felt we should have a religious
background.’[2]

"I grew up with a great respect for everyone’s religion.”(2]

"My father brought us up to feel we needed to make up our own
minds.*[1]

(former student said): What you taught me has been so helpful all these

years. "I get this same experience (from former students) over and over - |
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feel the same thing about him (her spouse) - that's what eternity and

infinity means - it's something very practical.”[1]

Subject #2 Interview #2
Spiritual Unburdening

1. Meaning and purpose of life stated.

Quotes

"And so - it's over for him and it's over for me - and it's good."[1]

Summary

The informant utilized learmed attitudes and outlooks to form a
philosophy to support her spiritual needs. There was no evidence of changes
in the spiritual domain between interviews. The illness had a beginning and

on end, and it's over for both - it had meaning.

Subject #2 Interview *1
Mourning
1. Experiences altered sleep patterns.
2. Tearful and sad.

3. Reminiscing.

Quotes:

"He was having nightmares and was waking up at night - | would be
awakened.”[1]

"He went to bed and never woke up again.” [3]

"I'm talking to myself - all right I'1]1 go to bed in just a few minutes, let
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me just listen to this tape one more time. Then, before | know it - it's two.
it's three and it isn't unusually four like it was last night."[1]

"I think I've put in enough tears over the last couple of years.’(2]

"I never spend much time, anymore, crying.”[2]

"1 think that it's time to tell you about fixing the light bulb.” [3]

Summary:

The respondent is mourning the loss of her spouse. While she
verbalizes that she has shed enough tears over the past years, tears come as
she remembers and reminisces about the sadness she empathically felt for
her husband and the caring experience. Reminiscing increased and
tearfulness was diminished at the second interview. Evidence of

unburdening was evident with the changes noted between interviews.

Subject #2 Interview #1
~ Growth
1. Reaching out to the future.

2. Contrasting past/future discussions.

Quotes:

"1 grew up with a father who was a very strong person and | think that
has been a real source of strength for me.(2]

“we (she and husband) had done a 1ot of wonderful things together.”(2]

"1 know I'm going to go, go, go, and when | get there | want to see and do
everything."[2]

"Someone said, there is no excuse for growing old just because you live

a long time - - and | thought - that's for me."[1]
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"I couldn’t feel that this tore me apart and left me in shreds - | had to
keep all those pieces together and weave something new."[2]
“You make a new collage and the pieces are arranged differently and

lets hope more beautifully and that the whole weaving is stronger.”[1]

Subject #2 Interview #2
Growth
1. Reaching out to the future.

2. Contrasting past/future discussions.

Quotes:

"I've learned two things - whatever is happening: 1) nothing is
important if it isn't life threatening or earth moving; 2) what difference is
this going to make in a year, ten years, in a life time - no one will know or
care - - forget it."[2]

“I'm going to see Rome and Florence - it's just going to be a happy
time."[1]

Summary

The respondent is clearly growing and at interview two was talking of
a holiday in Europe with her son. She is able to discuss her future with joy
and enthusiasm, yet recalls the memorable past with her husband. During
both interviews she reaches out by sharing her personal philosophies with
others. Changes between interviews indicated growth and further

unburdening within this construct.
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Subject #3 Interview #1
Physical Unburdening

1. Schedule.

2. Positive or negative health perceptions.

3. Self care practices.
Quotes:

“when | was caring for her she was taking medication, it was every
three hours, a8 24 hour project.”[1]

"Now | go to bed from 10:30 to 11:00 and | usually get up at 7 or 7:30, |
feel relaxed then.”[1]

"Medication and care had to be precise and on schedule. | kept & record
of everything.”[1]

"This is about all | do - read or - - | do house work, dishes, mow the
lawn and different things around the house.”[1]

"I've got good health - as long as you watch your intake of food."[3]

“I'm in pretty good shape, from what they tell me."[2]

“I have high cholesterol.”[2]

“I've been watching my cholesterol for several years. |I'm not a coffee
drinker - | drink quite a lot of water."[3]

"I try to eat a balanced diet."[3]

“I really don't get much exercise.”[3]

Subject #3 Interview #2
Physical Unburdening
1. Schedule.

2. Positive/negative health perceptions.
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Quotes:

“As far as | know |'ve got good health.”[2]

"1 could do about anything | wanted to do - | don’t feel that - | just don't
want to - - -."[2]

"I just don't do nothin'." [1]

Summary:

While caregiving his schedule centered around caring for his spouse,
and administering medications around the clock. Activities now center
around housework and lawn work. He feels rested and energized, but is not
physically active. Self care is related to diet. His state of grief is probably
impacting his energy level and self care activities. There was little change

noted between interviews, and the respondent remains physically burdened.

Subject #3 Interview #1
Emotional Unburdening
1. Emotional response.

2. Positive or negative loneliness.

Quotes:

"l don't see too much of ‘em (children and families) they've all got jobs
- come around once in a while, not too often.”[1]

"We never had words. We didn't have any problems. She never was a
burden."[1]

“Loneliness is something you can't run from. You just can't hide from it.
Loneliness is what hurts you."(2] (tearful)

“We had a good relationship.”[1]
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“We agreed pretty good."(1]
"When you go through all this - watchin’ your mate just gradually go -

I'd say it was a pretty bad experience.”[ 1] (tearful)

Subject #3 Interview #2
Emotional Unburdening
1. Emotional response.

2. Positive or negative loneliness.

Quotes

“Why | figured we'd be together more."[1]

“"we've always been close.”[1]

“The only one I've talked to would be my sister-in-law."(1]

"She’s a lonely woman and | feel for her. | knew her feelings, and |
think she kinda understands mine."[1]

"The worst part of it - the loneliness.”[2]

"I never gave it much thought - anticipating loneliness."[2]

Summary:

Expressions of affection for the deceased mate were noted when
describing decision to caregive at interview two. The respondent does not
dwell on family relationships however, he does show concern for a relative
who is experiencing similar reactions to loss. The respondent was able to
express feelings of loneliness and concern for others at the second
interview. Tearfulness had diminished at two months of bereavement.
Changes between interviews indicate the process of emotionally

unburdening.
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Subject #3 Interview #1
Social Unburdening
1. Social relationships.

2. Socialization - institution.

Quotes

“"We had a lot of friends that would come. We couldn't go to them."(1]

"I don't see too much of ‘em (family) - course they never did really - -
they've all got their jobs - they stop in - come around once in 8 while, but
not too often.”[1]

“Nothing other than church.”[2]

“Wednesday nights - Sunday, and go shopping once in 8 while.”[2]

“We never did socialize that much."[2]

“"Now | don't get many calls. | don't get many visitors.”[1]

“Instead of coming to me, why | could go to them but - - - -."[1]

Summary:

The respondent appears socially burdened. During caregiving friends and
family would visit, however since the death there has been a drastic
reduction in visitations. The respondent seems to have been more socially
active during caregiving than now. He is experiencing acute grieving and an
inability to mobilize himself except to go to church and shop for food.

There has been little change between interviews.
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Subject #3 Interview #1
Financial Unburdening
1. Financial stability/instability.

Quotes:

"Money has never been a problem, because she was a good manager.”[1]

“I've always had a good job."[1]

"I had a ot of 1o0ose ends - | had to pick up - the arrangements you have
to make in your incomes, property and insurance, etc.”[1]

"She paid - she handled - | didn't -- | never did believe two people
handling the pay -and she always taken care of it - the utilities and so
on."[1]

“This is no problem now. Health care needs just call the phone number
through Health Central - that's not a problem.”[1]

Subject #3 Interview #2
Financial Unburdening
1. Financial stability/instability.

Quotes

"We got a good insurance policy, which helped a lot, through General
Motors."[1]

“As far as finances are concerned we're not rich - but | could do about

anything | wanted to do. | just don't want to do nothin'"[1]

Summary:

The respondent describes no financial burden due to ample insurance
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benefits, and prior planning. He indicates he could afford to travel but

chooses not to do so. There were no changes evident between interviews.

Subject #3 Interview *1
Mental Unburdening
1. Copes via religion.

2. Coping methods.

Quotes:
"I try not to dwell on problems too much.”[2]
*I just kind of wipe it out of my mind as much as | possibly can.”[2]
"No use crestin’ problems until they occur.”(2]
“I'd be a pretty sad case (without the Lord)."[1]
“The Bible is a source of support, | still read the Bible and see what it

says - you know, the counsel of it."[1]

Summary:

The respondent appears to be mentally burdened. He has learned a
method of handling his anxiety through the use of denial. By not talking
about his loss, he holds it away from his awareness. The Bible and his
church provide a source of shelter and counsel for him. There were no
apparent changes within the cognitive construct at one and two months of

bereavement.

Subject #3 Interview #2
Mental Unburdening

1. Decision to caregive.
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Quotes: |
“This is what she wanted - she didn't want it - or go to a Nursing Home

- 80 we taken the responsibility on ourselves.” [1]

Subject #3 Interview *1
Spiritusl Unburdening
1. Purpose and meaning in life not stated.

2. Talks of God or Bible as resources.

Quotes:

“The purpose in life - you don’'t know what it is - that's up to the
Lord."[2]

°I don’t know and of course you feel kind of low sometimes.™[1]

"Maybe, that you're not beneficisl to the world, but | guess you are -

some way or other."[1]

Subject #3 Interview #2
Spiritual Unburdening

1. Purpose and meaning in life not stated.

Quotes:
“You never know from one day to the next what you're going to do."[1]

“How do | know what I'm going to do ?°[1]

Summary:
The respondent reflects his purpose in life as being in the hands of the

Lord, and describes some ambivalence in his grief state relating to purpose
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and meaning in his life. He seems to be awaiting direction. There was no

change in this construct between interviews.

Subject #3 Interview *1
Mourning
1. Experiences altered sleep patterns.

2. Tearfulness expressed.

Quotes
“She was taking medication - so it was every three hours -- ."[1]
“You usually have to get up a time or two at night.”[1]
“You're at a standstill - -." (tearful)[2]

Subject #3 Interview #2
Mourning
1. Reminiscing.

2. Tearfulness diminishing.

Quotes:

“It's just something you gotta go through and each person puts out a
little different.”(2]

“No, | wouldn't try to advise anybody.’[2]

“"We traveled quite a bit - a few years back.” [1]

Summary:
With tearfulness and difficulty in affective expression, the respondent

describes life at a standstill. The respondent is clearly mourning, however
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tearfulness has diminished. between interviews. He is beginning to
reminisce in his reflection of past experiences at the second interview. The

respondent is reflecting unburdening within the construct of mourning.

Subject #3 Interview #2
Growth
1. Reaching out to future.

2. Contrasting past/future discussions.

Quotes

“I was talking to a woman the other day that I've known for a few
years, and she had lost her husband and she told me - - -."[1]

“We've got one (a widow) over here - she lost her husband - - she's been
living alone but | don't know - - - evidently there’s not companionship
they're 1ooking for."(1]

"l figure probably people get up in their latter years - don’t look
forward to a remarriage - but a younger person - why | would say that they
might - - -."[2]

"We (subject and sister-in-law) talk back and forth quite a bit. | knew

her feelings and | think she kinda understands mine.*(1]

Summary:

The respondent is showing signs of growth. He speaks of interactions
with a neighbor and a family member who all have common experiences of
loss. The word remarriage has been safely mentioned in the context of a
younger person. However, this may be an indicator of possible growth.

¥hen urged, the respondent is able to give advise to other males who may be
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faced with similar circumstances. There was 8 slight increase in the
unburdening process within the domain of growth from the first interview

to the second.

Physical Unburdenin

All subjects were concerned with their health, however one subject,
who was the most active, gave information indicating she felt great and
indeed felt half her age. The remaining respondents stated they “quessed”
they were in fairly good health, based on information from other people. One
informant was involved in her physical well-being through physical activity
and diet, while the others described being somewhat concerned with their
diets or food. No change was detected from interview one to interview two,
in all respondents therefore there was no evidence to report physical
unburdening had occurred.

Physical alterations following caregiving and loss are predictable, to 8
point, by the characteristics of the former caregivers’ personalities. While
no longer constricted by their caregiver schedule, two respondents continue
the same life style. This may be a continuation of perceptions related to
the grieving process. These two respondents have not transferred their
caregiving energies to self care energies. The one exception, of this group,
is now actively pursuing outside physical involvement, because she sees
herself as vital, dynamic, youthful, and purposeful, while the others may

not.
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Emotional Unburdening
Being alone is 8 common trait expressed by all participants, however

one participant reports not having time to experience the loneliness. The
other two participants dwell on loneliness as if it is a natural state at this
transition point in their lives. The researcher got the distinct feeling from
these two subjects that loneliness was a part of their duty or obligation to
their former spouse. These perceptions were unchanged between interviews.

Two of the three respondents were unable to affectively describe any
emotional bonding, including words such as love, caring, or even using the
name of their former spouse, although there was 8 sense of the presence of
a8 loving experience based on commitment and togetherness. One respondent
utilized a broad vocabulary which described a wide range of emotional
expressions. This subject is by far the best educated, and therefore appears
to be better equipped to deal with emotional and other issues generic to the
caregiving and loss.

All respondents were better able to express feelings of loneliness, and
and their own descriptions of a loving relationship, which were more easily
verbalized at the second interview. In 8ll three respondents tearfulness
diminished significantly from interview one to interview two. Time is
obviously a coping and healing mechanism which affects all aspects of the
unburdening process and enables one to look at the past, while their spouse
was still with them. Unburdening at the emotional level was apparent at

the second month of bereavement.

Social Unburdening

Social relationships ranged from broad to nearly none. One participant

yras so busy socially with male and female friends that she did not have
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time to be socially burdened. Another subject has had limited social
involvement, and the third has had almost no social activities, except when
initiated by another person. This process holds true with family
relationships, because it seemed strongly indicated that the personalities
and environments of each individual participant determined their social
activities. Two, of the three in the group, had time on their hands while the
other respondent had too little time to accomplish all of the things that she
needed and wanted to do.

There were no apparent differences in perceptions from interview one
to interview two. Two subjects appeared to confine themselves to their
homes, much like they were when caregiving, and the third was preparing to
leave for Europe. There was no change in social perceptions, which
determined no change in activity, therefore no change in the social

unburdening process.

inancial Unburdeni

All of those in the research group had adequate incomes to live on, at
this time. Two of the respondents will probably have no financial problems
in their lifetimes, as a result of financial planning. The third respondent
will undoubtedly be experiencing serious financial problems within six
months, due to poor financial preparation. One participants’ social economic
status would be considered middle-upper income, one lower-middle, and one
below the poverty level. While all of their spouses were ill for a long period
of time, one did nothing to prepare for financial contingencies associated
with the illness and death of her spouse. Another not only planned, but
worked with professional advisors to plan for the financial unburdening

process.
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The time frame involved between interviews reflected no furtherance,
or change in the financial process therefore, financial unburdening was not
apparent but may occur for one respondent in the future. The lack of change
is probably due to the relatively short time span between interviews.

All participants have resources, some have planned for the use of
those resources and others have not, just as some have planned for their
futures, some have not. Some are making their lives happen, and some are
waiting to see what will happen to their lives. This researcher saw this to

be true in nearly every category examined thus far.

Mental Unburdening

The differences in dealing with the mental construct varied widely in
this small group of subjects. One respondent confronted issues, used
problem solving strategies, networking, and made decisions based upon fact
and reappraisal of past events. The other two participants responded by
putting their problems in the hands of the Lord, thereby appearing to avoid
reaching the real issues. This leads to problems not being addressed, and
the same decisions having to be remade as problems continue to resurface.
Again, in the area of unburdening there was no apparent change between
interviews.

One participant was been trained as a problem solver and believed she
could effect change, and as a result was successful in creating change. The
other two subjects had not described problem solving techniques. They
tended to utilize religion and denial as coping methods. This perhaps was an
attempt to regain control and cope with the multiple losses currently

experienced.
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Spiritual Unburdening

One participant used a non-religion specific philosophy to provide
meaning and purpose to her life. This philosophy encompassed a broad
spiritual view of knowing that who you are and what you do impacts who
others are and what they do. Two participants held to a rather narrow
spiritual religious philosophy which was utilized in the critical moments
and was seen primarily as self comforting. Caregiving for their spouses
provided meaningful activity and role responsibility. Therefore, without
caregiving life seemed to hold no meaning for them. The most pronounced
difference was the absolute reinforcement of purpose and meaning in life, in
one respondent, while two respondents express little or no meaning in life
without caring for their spouses.

The second interview revealed no discernible change in spiritual
repatterning. The differences in the spiritual aspects of these respondents
seemed to vary according to their formal education, spiritual or religious

teachings, and their life experiences.

Mourning
In examining the mourning process, the respondents again represented

both ends of the spectrum, while sharing a few common characteristics. All
respondents showed the common behavior of tearfulness at various times
during the interviews. This characteristic however, was somewhat
diminished in the second interview for all participants. All respondents
were using reminiscence in interview two as they attempted to bring order
and meaning into their lives which became more apparent in interview two.
Another commonality in the mourning process among all respondents was

continued disrupted sleep patterns, which for the most part were similar to
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when they were caregiving.

The most apparent change in the first and second interviews was the
decrease in tearfulness and the increase in reminiscence displayed by all
respondents. It was indicated to the researcher that the mourning process
begins to distance the former caregivers from their loss. Of all the
constructs of unburdening, more similarities among respondents were noted
in mourning than any other domain. This would indicate that mourning is so
basic to the unburdening process that it presents fewer variables in

behavior.

Growth

The concept of growth was clearly familiar with one respondent. The
other two respondents found it most difficult to view themselves as “in
process” of change. During the interviews a question was asked that stated,
“what would you do if you could do anything you wanted, with no
restrictions ?° One knew exactly what she would do. The other two
subjects had difficulty conceptualizing the question and did not know hat
they would do. The latter two subjects were still living “caregiving style”
lives and were seeking ways to maintain their identities as caring persons
but in alternate ways. The process of change has impact on the growth
process, and seems to be a choice of life style at this time. All of the
respondents were able to talk of the past and future in the context of
caregiving notable at the second interview.

Growth was identified at the second interviews, when one subject had
spoken to a relstive and neighbor, both of whom had similar loss
experiences. That was a big step for this subject as he had not spoken of

his feelings to anyone at the time of the first interview. The same
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respondent began to explore the concept of remarriage, but safely limited
that possibility for "younger™ people. The researcher believes this may be
an indication of growth.

Changes were taking place within the three individuals in uniquely
different ways. One respondent was expanding geographic limitations and
interacting, freely with others. Another respondent seemed to be headed
toward resuming a caregiving role. While the other was just waiting to see
what was going to happen. One loves life and will probably grow to fill it
with as much joy, excitement, and adventure as possible. She has learned
that life is full of possibilities and choices. The other two respondents do
not seem to be in charge of their lives, at this time, and are not looking
forward to whatever may be in store for them. The latter circumstance is

perhaps related to the need for role fulfiliment.

summary

In Chapter V, data were presented that described the study sample of
three individuals and burdening and unburdening within holistic domains
following caregiving and bereavement. All study respondents had unique
patterns, strengths, and styles from which they reacted or responded based
on previous learned behaviors, personality patterns, and outlooks on life.

The range of dimensions of unburdening including the commonalities
and differences among participants was discussed. Also described were the
changes in sub-constructs over time and the factors accounting for the
changes between interview times. Additionally, proposals accounting for
the differences in each unburdening construct across all participants was
included.



CHAPTER VI
SUMMARY AND IMPLICATIONS

Qverview
A research study was designed to describe patterns of unburdening for
a small number of older bereaved individuals who have cared for their
chronically i1l spouses at home. The focus of the study was to describe
perceptions of the caregiving bereavement process from the respondents
frame of reference. These perceptions may facilitate or impede the process
called unburdaning at one and two months following the death of the mate.
Contained in this chapter is a summary of the research, a summary of the
findings, and strengths and the limitations of the study. Also included are
implications for nursing practice and education, and recommendations for

further research.

Summary of the Research
An in-depth exploration of the process called wrbrdaning was

completed to better understand the feelings, perceptions, and reactions of
older adult spouses who have sustained a significant life transition while
caregiving and mourning the death of their spouses. Despite the health care
implications associated with the increasing size of the older population,
this subject area has received little empirical attention. Further, the
literature indicates that the death of a spouse causes a significant
bereavement reaction in the elderly necessitating crisis resolution (Gerber,
1975; Glick, et al. 1974). Martha Roger's (1981) conceptual framework
provided a structure to describe repatterning within holistic dimensions.
Using Rogers’ assumptions and principles, the theory was used as a vehicle

for understanding how individuals’ continuously repattern their lives
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despite seemingly devastating experiences. Roger's (1981) framework
provided a basis through which the CNS could intervene within the
client/environment in exploration of patterns which impede and/or
facilitate resolution of a major life transition.

To better understand the experience of caregiving and bereavement, a
literature review was completed of the caregiving process, caregiver burden
within holistic domains, and grieving losses relating to the death of the
spouse who was ill and needed care in the home. A number of different
factors within the caregiving process may be related to a phenomenon called
unburdening Those factors concerning the caregiver/patient relationship
may relate to support network and financial stability. Other factors which
also may impact the bereaved caregiver include role alterations, previous
coping methods, and health status.

An open ended in depth interview format was developed to explore the
life transition experience within physical, emotional, social, financial,
mental, and spiritual constructs. Those constructs were chosen because a
holistic approach from multiple dimensions provided a comprehensive body
of information about the unexplored subject area of caregiver bersavement
among elderly spouses. From this foundation, the potential for timely,
appropriate, and sufficient care could be generated. A qualitative research
approach was selected to explore the subject area with three individuals.
Study respondents were caregivers bereaved approximately a month prior to
the first interview.

Data were obtained from content analysis of the interview material.
Through the process of coding the interviews, for multi-dimensional
constructs with verbatim citations, the presence of that construct within

each interview was identified. After summarizing the extent of unburdening,
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and the possible cause for each respondent at each interview, a summary of
the findings was completed. The range and changes of construct
unburdening as well as factors accounting for differences and changes
were identified.

Commonalities or differences, within each construct across
participants and changes over time was determined. In interpreting the
data, patterns or themes, which were either positive or negative, were
developed as a result of their recurrence in all three participants. Changes
occurring within construct domains from month one to two months of
bereavement were termed wrburdening within the domain area. The

socio-demographic variables verified portions of the interview content.

Interpretation of Findings
The defining characteristics of  wnbwwrdaning  within holistic

dimensions were reported by respondents and presented in Table 2. The
study sample consisted of three respondents, all Caucasian, two females
and one male. The study respondents were between 65 and 68 years of age.
All of the participants were recently widowed, and all were retired from
former employment. Socio-economic status ranged from the poverty level
(Michigan Department of Social Services, 1987) to upper middle income.

In previous studies of grieving among the elderly, sex and age range
does not include widows or widowers over the age of sixty despite the
increased risk of physical and emotional dysfunction in this bereaved age
group (Gerber, et al. 1975; Maddison, 1968). Further, few studies have
addressed the effects of socio-economic status as factors impacting the
bereavement process (Thompson, 1984).

All respondents in this study utilized federally subsidized health
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INTERVIEYW *1
Physical Un eni
Schedule
Positive or negative health perceptions.
Self care practices
VIEW *#
Emotional Unburdening
Emotional response.
Positive or negative loneliness.
INTERVIEW #1
Social Unburdening
Social relationships.
Socislization - institutions
INTERVIEW #2
ial Unburdeni
Socialization - caregiving.
INTER 1
Financial Unburdening
Financial stability/instability.
RYIEW *
Eingncigl Ungymgnin%
Financial stability/instability.
INTERVIEW #1

Mental Unburdening

Copes via religion.

Copes via problem solving.

Uses support network.




Mental Unburdening

Talk of decision/non-decision
to provide care for spouse.

Coping methods.

Spiritual Unburdening

128
INTERVIEW #2

INTERVIEW *1

Purpose and meaning in life - stated.
No purpose and meaning in life - stated.
Use of God, Bible or PTL Club as resources.

Broad religious beliefs.

INTERVIEW #2

Spiritual unngrdening

Purpose and meaning of life - stated.
Purpose and meaning of life - not stated.
Purpose and meaning in life - beyond control.

INTERVIEW *
M -
Experiencing sleep disturbances as a part
of the grieving process.
Tearfulness expressed.
Reminiscing.
I IEwW *
Mourning
Sleep disturbances.
Reminiscing.
Tearfulness diminished.
| RY *1
Reaching out to the future.
Contrasting past/future discussions.
INTERVIEW #2
Growth
Reaching out to future.

Contrasting past/future in discussions.

Subjects Number
1 2 3
1 2 3
Subjects Number
2
1 3
1 3
2
S_IJQ"Z

3

3
Subjects Number

1 2 3

1 2 3

2 3

Su_hlﬁclﬁz_uun%gﬂ
1

1 2 3
m‘j_Je 2'"' 3
1 2 3
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insurance (Medicare), and two subjects had supplemental health insurance.
One informant indicated inadequacy of insurance coverage and had an income
at the poverty level since the reduction of Social Security benefits at the
time of her spouse’s death. All respondents had living adult children and all
had at least one child living within a fifteen mile range of home. None had
children who were involved in direct caregiving. This finding lends support
to the literature that the elderly are a part of family networks and live
within a half hour's journey to at least one child. Further, most of the
caregivers are female spouses and want 'to live independently as long as
possible (Day, 1985).

All participants indicated visitation outside of their homes with two
visiting outside in the "more than once a week™ category and one reporting
outside visitations of “less than once a month™. All three subjects
participasted in at least two activities outside the home such as church or
community. The frequency of outside activities occurred after the death of
the respondents’ spouse.

Supportive network resources are described in the literature as
accounting for some of the variation in adaptation among elderly bereaved
individuals (Dimond, 1981). Thompson (1984) found that spouse bereavement
has an adverse impact on the physical health state of survivors. However, in
this study, at one and two months following bereavement, all respondents
rated their health status as good or excellent despite having been the
primary care provider for a8 minimum of two years, with one subject
caregiving for her spouse for more than five years (see Appendix H).

All study respondents had unique patterns, strengths, and styles from
which they responded to the open ended interview questions. Participant’s

responses and reactions seemed to be based on previously learned cognitive
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and behavioral strategies, former coping methods, and social networks.
Personality characteristics, self worth, financial resources, perceptions of
purpose and meaning in life, mourning and growth also impacted individual

responses.

Inte ion of Constructs
In this section, each domain construct with an assessment of the
subconstructs and changes unique to unburdening within the participants

will be presented.

Physical domain
All respondents seemed to indicate that the physical strains of

caregiving had lessened following the death of their spouses. Nevertheless,
survivors continued a schedule of activities at one and two months of
bereavement that appeared to fill the time previously spent with caregiving
activities. The literature related to elderly spouse caregivers is limited,
however, George & Gwyther (1984) cite the cumulative effects of caregiver
strain over time which places greater demands on the energy level of the
older caregiver. Further, the heei{h status of the caregiver may already be
strained due to advancing age and poor health (Cantor,1983).

In this study, all subjects indicated that they tried to take care of
themselves by some minor health practices such as diet and physical
activity. All respondents made a statement that they were in good health,
one was more positive. While respondents were no longer constricted by
their caregiving schedule, it would appear that they have not transferred
their caregiving energies to self care energies. One respondent was actively

pursuing outside activities, but was still struggling with sleep alterations
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at two months following the death of her spouse. The other two respondents
were continuing a caregiving life-style. Since there did not appear to be a
significant change in physical status during caregiving and following the
death at one and two months, it may be hypothesized that unburdening

within the physical domain did not occur.

motional domain

Emotional expressions were related to the individual's perception of
self as feeling valued and worthy and expressing such feelings as love, fear,
or loneliness. All respondents experienced and tearfully related their own
unique expressions of love and loneliness during caregiving and at one and
two months post bereavement. One respondent openly expressed love and
feelings of being nurtured by others. Two respondents made statements
about commitment and togetherness that reflected a sense of a loving
experience. Tearfulness, in expression of feelings, declined at two months
in all participants, while ease of verbalizing increased at two months post
death of the spouse. Pollack (1978) cites the degree of the loss is related
to the nature and quality of the bond between the surviving spouse and the
deceased individual. The greater the emotional investment, the grester the
frustration associated with caregiving (Cantor,1983). Unless an individual
has unusually strong psychological resources or particularly sensitive
confidents, the bereaved spouse may absorb more losses than can be

accommodated (Dimond, 1981).
in two of the three respondents, their introverted personality
characteristics and feelings of self worth probably have impacted their
ability to express themselves as needing support during caregiving and

bereavement. Consequently, perceptions of loss and feelings of loneliness
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have affected their emotional and social resource availability. The third,
apparently extroverted respondent did not experience emotional withdrawal,
as bereavement was filled with social and emotional support from family
and friends to the extent that feelings of loneliness did not occupy her mind.

Additionally, Hogstel (1985) cites that bereaved males may have more
difficulty expressing emotions openly, thereby increasing the likelihood
that gender differences may be a factor in obtaining emotional and social
support. This gender characteristic was supported in this small study
which consisted of one male and two female participants.

Tearful expressions of feelings declined at two months and ease of
verbalization increased from interview one to interview two. Therefore,
within the emotional construct, it is suggested that unburdening on an
emotional level did occur within two months following the death of the

spouse.
Social domain

All respondents seemed to sociaslize with family and friends but in
different ways. Respondent number two displayed extroverted
characteristics and was actively involved socially with males and females.
Additionally, this respondent appeared to be a practical, logical individual
who socislized independently and with her husband during the caregiving
process, thereby having a broad social network. There did not appear to be a
social void for her following the death of her spouse. The other two
respondents’ social and emotional ties were related almost exclusively to
their spouse and family. Both respondents appeared more introverted or
reserved in describing their rather limited social experiences. Despite

having access to appropriate resources such as church and social services,
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the latter respondents continued to remain socially isolated following the
deaths of their spouses. However, this isolation seemed to provide them
with a kind of comfort to withdraw within themselves as they coped with
their losses.

Social isolation is documented in the literature as a common factor
resulting from caregiving (Crossman, 1981). Further, Dimond (1981) cites
that the question of why some older individuals manage the stress of
bersavement more successfully than others is not only accessibility to
adequate and appropriate resources, such as that provided by family
members, but perceptions of the network as being supportive.

All respondents socially repattermed in their own characteristic
manner. The study participants had access to family members but used
family support in different ways. One respondent appesred to see herself as
dynamic and outgoing and seemed to have no void in companionship during
the caregiving and bereavement period. The other two respondents seemed
shy and non assertive and may have viewed themselves as socially
non-interesting and thus experienced limited social support. Therefore,
personality characteristics of extrovert and introvert, and learned social
behaviors appeared to play a role in the extent and quickness of adapting
socially and to new roles following significant losses.

Further, the aging theory of continuity (Havighurst,1968) serves as 8
element in understanding reactions and responses to losses as bereaved
spouses are faced with addressing social competency and flexibility in
adaptation to new roles with personalities remaining relatively consistent
with age. Within this construct it may again be hypothesized that
unburdening in the social domain did not occur within two months following

the spouse’s death.
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Einancial domain
The financial burden of caregiving was indeed reflected by financial

stability and prior planning. One respondent experienced a reduction in
monthly income at one month post bereavement, while the other two
respondents did not experience a change in financial ste{us during
caregiving and at one or two months following the death of their spouses.
With two respondents, no apparent financial strain was evident, while one
respondent found herself in a situation where she appeared to be victimized
due to the lack of preparation for potential catastrophic events. This may
have related to the passive personality trait of this respondent, creating a
helplessness whereby she was out of control of the sequence of events in
her life.

Cantor (1983) describes & relationship of low morale scores of
caregiver spouses and the problem of economic hardship. Further, Fengler
(1979) cites that low income elderly are more isolated with less access to
confidants and resources than higher income elderly individuals. The latter
respondent needed guidance and support to help her repattern financially.
Nevertheless, this individual may choose not to repattern in this construct
area due to feelings of self worth, past coping methods, and a submissive
personality characteristic. The other two respondents did not require
financial guidance as they prepared well for financial contingencies.

There appeared to be an interrelationship between social, emotional,
and mental constructs which overlaped into the financial domain. While the
interview format was not designed to measure financial change between
interviews, there appeared to be little change occurring at one and two
months of bereavement. During caregiving and at one and two months

bereavement, 8 common characteristic was that no serious financial
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problems had been encountered. Therefore, it may be suggested that there
has been no unburdening in the financial domain. However, it would appear

that unburdening will occur sometime in the future for one respondent.

ental domain

All respondents described the use of coping methods to overcome
stresses such as problem-solving, denial, compliance, and seeking support
from family and friends. According to Dimond (1981) the ability to cope is
determined by & number of specific cognitive and behavioral strategies,
previous experiences, and personality characteristics. Some of the mental
processes which reduce threats are ignoring, denial, selective attention, and
rationalization. The behavioral plan of keeping busy, was reflected in all
participants during caregiving and at one and two months post death of their
spouses. Behavioral strategies such as flexibility in participating in
activities, farsightedness, and doing something new was reflected in one
respondent throughout the caregiving process and in the two months
following the death of her spouse.

Respondents shared that indeed they all used some form of
decision-making behaviors which appeared to be related to assertive or
non-assertive personality characteristics. In support of the continuity
theory of aging, there is no sharp discontinuance of personality over time,
suggesting increasing consistency with age. Therefore, while
problem-solving behaviors did not appear to be indicators of unburdening
during caregiving and at one and two months of bereavement, these
behaviors were probably influenced by personality type. Personality type is
described in the continuity theory as the extent to which one is able to

integrate the thinking components of the personality with the emotional
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elements (Burbank,1986).

In this study, the decision whether to caregive or not to caregive for a
spouse is probably interdependent on multiple factors such as feelings of
commitment and obligation, need for purpose and meaningful activity, social
acceptability, and the strength of the bond or relationship within the dyad.
There were no commonalities noted on interview one, however interview
two reflected commonalities in decision making and coping methods. This
was attributed to the interview format which focused on decisions to
caregive during interview two. Since no change was apparent during
caregiving and at one and two months following the death of the spouse, it

may be supposed that unburdening in the mental domain did not occur.

Spiritual domain

Degrees of spirituslity were difficult to measure. What spirituality
was to one man or woman mey reflect traditional religious values to
another. Ebersole (1981) cites that underst.ending spiritual elements of
meaning in a client’s life provides data concerning the generation of hope
and the way one gives meaning to uncontrollable events. Using Rogers (1981)
model, one conceptualizes man as having the capacity to search for meaning
in life and death. Two respondents described experiences which reflected
traditional religious ethical attitudes which provided comfort during a
significant life trensition experience. The third respondent professed a
philosophy which appeared to be an Eastern spiritual view. While undergoing
change this philosophy served to give permission to move forward and not to
dwell on the caregiving and death experience. Therefore, her spouse’s
illness had a beginning, and an end, and at the end the experience provided

meaning.
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In all subjects there seemed to be a relationship between spiritual
beliefs and level of function. Two respondents appeared to experience a
void and a kind of immobility resulting from the absence of or ambivalence
in relinquishing the caregiving role, or perhaps searching for meaning in
life. The third subject did not seem to experience incapacitation or
uncertainty, as purpose and meaning in life probably did not relate
exclusively to the caregiving role.

Spiritual beliefs seemed to provide 8 source of the individual's
strength and hope. Perceptions of self again played a role in spiritual
repatterning. It is the researchers belief that those who viewed themselves
as having value at an early age perceived themselves as having value
regardless of what they did. Those who did not exhibit self worth tended to
gravitate submissively toward a self help idea that satisfied their need and
helped them to feel valued.

The lack of commonalities or changes between interviey one and two,
reflected 8 wide range of individual spiritual or religious beliefs and
capacities to maintain self identity while undergoing changes in the life
process. Since no change was evident during caregiving and at one and two
months post death, it may be suggested that unburdening on a spiritual

domain did not occur.

Mournin

The concept of mourning was not a clear and separate notion, but
flowed and overlapped with other dimensions of the whole being during loss.
Ebersole (1981) reports losses occurring throughout a lifetime, but the
cumulative effects may be felt acutely among the elderly. Gerber {1975)

reports that elderly individuals who are bereaved following a lengthy
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illness within their spouses are impacted by a greater intensity of grief
reactions than those whose spouses died suddenly. Further, if purpose and
meaning in life was generated by the caregiving role, the vacuum created by
that loss of meaningful role activity and role relationship, may help
differentiate unburdening from mourning.

All respondents experienced sleep alterations at one and two months of
bereavement. One respondent’s husband died in her bed. After the death, she
had difficulty sleeping until she was very tired, sometimes three or four
o'clock in the morning. Her sleeplessness was a physical discomfort. She
had difficulty consciously placing herself in her husbands death bed. Since
her commitment to living was strong, it was contrary to put herself
consciously in 8 situation where someone she loved had experienced the end
of life.

The other two respondents experienced mourning as a time of
restlessness, sleeplessness, tearfulness, and appeared to reflect a sense of
uselessness, with feelings of abandonment. The latter respondents seemed
to derive their meaningful activity from the caregiving role experience,
thereby appearing to sustain greater difficulty in relinquishing the
caregiving role for their spouses. One respondent in particular may be
unable to adapt to a life without the meaningful activity that caregiving
provided and was involving herself in a caregiving role for elderly patients
within two months of her spouse’s death.

Mourning represented the greatest change between interviews one and
two. Tearfulness diminished in all respondents at the second interview.
However, according to Glick, (1974) among other physical and emotional
symptoms, tearfulness was present in bereaved spouses under the age of 45

years at three and eight weeks, and 13 months post bereavement. While age
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differences may be a factor, the presence of two or three major losses
within 8 2 year period, may distort the mourning process. Therefore, older
individuals who have experienced the multiple losses associated with
caregiving and spousal bereavement, and other concurrent losses may be
particularly vulnerable and at risk for prolonged grieving and/or
compromised emotional heaith (Schneider,1984).

Reminiscing increased in one respondent and was evident in all
respondents at the second interview, perhaps as a mechanism of reconciling
conflicts and disappointments associated with 'the lost role and
relationship. Therefore, since changes occurred at one and two months after
the death of the spouse in the areas of grieving such as searching for
meaningful activity, decline in tearfulness, and reminiscence it may be

hypothesized that unburdening within the mourning process did occur.

Growth
Growth is an individual experience. It comes and goes according to the

desires of the person who expresses a need to move or expand emotionally,
socially, physically, mentally, or spiritually. The aged individual's
adaptability to a crisis, such as the death of a spouse, depends on
perceptions of self worth, personality traits, social network, and the
amount of functional ability remaining (Dimond,1981; Ebersole,1981).
Growth was demonstrated in cognitive areas. It has been observed in
clinical settings and imagined in ethical dilemmas. Growth has been
magnified in philosophical debate. Growth occurs through crisis if the
process is recognized and supported (Schneider,1984).

One respondent in this study, throughout the interviews revealed an

inner sense of peace and self worth bonded with her own value system that
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served to provide her with the needed support when her husband died. She
vas a part of him, but not of him. She shared, she supported but she did not
obligate herself to personal and physical deprivation. She walked with her
partner through his experience offering guidance and support while retaining
enough strength for herself to walk ahead after he had fallen behind. She
vras 68 years old. She was a pilot. She saw the sky and knew her future.

Two respondents appeared to keep themselves secure and safe within
the only world they knew and trusted. It seemed to be a world directed,
defined, and dominated by the only person they trusted - themselves. Their
need for control and autonomy kept them safe within themselves as they
demonstrated physical care, spiritual support, and emotional understanding
in the only way they knew. They performed their duties well. While these
respondents appeared quiet, sad, and lonely, each individual was beginning
to reach out to the future in his/her own characteristic ways. The latter
two individuals seemed to experience a greater sense of loneliness, and thus
perhaps developed an awareness and empathy for the loneliness of others,
which when experienced with someone provided growth to both.

It appeared that unburdening did occur between one and two months
following the death of the spouse within the growth dimension of this life
transition experience. Each respondent seemed to be reaching out to the
future in their own individual ways. At two months post death of their
spouses, one respondent talked of resuming a caregiving role, one spoke of
sharing with another individual who had experienced similar losses, and
other was planning a holiday with her son. It appeared that some growth at
the second interview was common to all three respondents at two months of
bereavement.

Utilizing Roger's (1981) theory, the nurse researcher enters the
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individual's field with the assumption that man is whole, unrepesatable,
evolving and has the capacity for thoughts, feelings, and active
participation along his health continuum. While becoming a part of the
person/environment, the participant observer can not help but take
something unique and special away about the interaction. A lesson learned
by the interviewer from a study of bereaved caregivers is that a good
caregiver follows the lead, open always to needs, wants, and desires, never
judging, never resolving, just being there, for being there is enough. All of
the respondents reflected their uniqueness as a part of this life transition
experience and hopefully derived a greater appreciation for themselves.

In summary, as a result of this small study, it may be hypothesized
that a change did occur in the emotional construct relating to
commonalities in ease in verbalizing of feelings such as expressions of 8
loving relationship and loneliness which became apparent at two months
post death of the patient. Further, the mourning and growth processes at
two months following the death of the spouses appeared to reflect change.
During the process of mourning, respondents were experiencing a searching
for meaningful activity, tearfulness had declined, and reminiscing was
apparent at two months following the death. However, due to the overlap in
study constructs, it seemed apparent that growth was directly related to
the process of grieving and manner in which the individual began to heal the
scars of what was missing in his/her lives. It takes time and energy to
search, examine, and experience the impact of the multiple losses
associated with ceregiving and the death of one’s marital partner.
Nevertheless, each participant appeared to have initiated the process of
reaching out to the future in their own individual way at two months of

bereavement. The changes in constructs which became apparent at two



139

months of the death of the spouse are termed walnusrdaning

Strengths and Limitations of the Study
The purpose of this paper has been to describe processes of waburderning

utilizing holistic constructs in a small sample of bereaved, older adult

spouses. The strengths and limitations of the study are:

Strengths
A strength in the qualitative, grounded theory approach is the

appropriateness in tapping the under researched area of caregiver
bereavement among the elderly population. The method allows individuals
to describe their own experiences in a8 semi-guided manner. From the
results, a body of information can be explored longitudinslly and/or
incorporated with structural studies for comparison. Therefore, qualitative
studies in this subject area would describe dimensions of caregiving and
loss which are difficult to identify and measure quantitatively.

Burms (1987) cites that the findings of ethnographic study are not
usually generalizable from one culture or subculture to another.
Nevertheless, a case may be made for some level of generalization to other
groups of individuals who shared similar knowledge and experiences
resulting from caregiving bereavement. The study may be criticized due it
the small sample size, but the depth of information gathered over time may
be generative of insights in a human experience of caregiver bereavement
which is generally not addressed in the community or in traditional health
care settings.

In the clinical setting, nurses become emeshed in real life dramas and

complex social issues. The use of qualitative research in primary care
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settings can yield insights useful for addressing a range of human problems
such as the timing of appropriate interventions, which address the multiple
changes and losses associated with caregiving over time. Implications of
qualitative study of bereaved caregivers seem evident. A risk profile of
individuals who are in need of help and are missed by the health care system
may be teased out through qualitative study. Some elderly bereaved
individuals are unable to adjust to the complex task of adapting to life as a
single person, perhaps through an inability to relinquish their caregiving
role and reintegrate into social life. Therefore, utilization of a theoretical
base is applicable for the CNS in clinical practice. The nurse identifies
problems and intervenes in mutuality with the client/family in individually
determined slterations or impediments associated with the caregiving
bereavement process.

As a result of the participant observation approach, patterns of
resolution are potentially facilitated, and the mourning and the healing
process may indeed be accelerated. Utley (1987), a nurse practitioner,
described that some older individuals may object to discussing their losses
spontaneously, but may relay their own feelings of loss through incidents
involving friends or family. An individual may look for help in dealing with
his/her “friends” loss. Here the facilitator has the opportunity to discuss
listening and supporting as the individual works through his/her own
resolution process. This example of similar sharing was evident in study
findings, as the male participant began to reach out to a healthy adaptation
to loss in the context of another person, yet could not overtly express his
own feelings.

Another strength in utilizing a small sample of individuals who have

experienced similar life transition relating to the timing of the death, is
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that the experience of individuals at a certain point in the recovery process
is explored and described. Study results can be compared with other studies
of bereaved caregivers at the same point in the bereavement process to
establish validity and reliability of the subject area.

The literature indicates that the death of a spouse causes a significant
grief reaction in elderly individuals necessitating resolution of that crisis.
Parkes (1970) describes bereavement in spouses during the first month. It
is reported as a sequential process where yearning, numbness, and
tearfulness declines at the end of the first four weeks. Further, loss of
purpose and meaningful activity gradually gives way to a redefinition of
new roles again over the first year of bereavement (Parkes, 1970).
However, study findings indicate that individuals seem to be searching for
meaningful activity at one and two months post bereavement. Further study
is indicated to explore the differences in grieving for elderly bereaved
spouse caregivers versus elderly bereaved spouses. Resultant findings may
provide insight into appropriate and timely interventions unique to
individuals experiencing multiple losses of caregiving and bereavement.

Therefore, replication of the study may provide a predictive profile of
the impact of spouse caregiving bereavement on the health of elderly
individuals. |f commonalities of factors occur as a result of the caregiving
bereavement experience over a variety of people, then intervention can
target those domains areas. If shared meanings are not evident, an eclectic

approach to nursing care may be more appropriate.

Limitations
Limitations of this study are:

1. The concepts of unburdening representing the area of interest are
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in the fundemental stages of development and in fact may be relevant only
to the losses associated with the abrupt termination of the caregiving role
due to the death of a spouse. Some questions emerging from the data were:
How does waburdaning differ from the grieving process or spiritual patterns
following loss in older adult bereaved spouses? Is wa2hurdaninga viable
concept? Implications for further study seem indicated to document with
greater clarity if indeed, wnbwrdening exists as a process. In further
studies describing wunburdening it would be helpful to know how burdened
caregivers were prior to the deaths of their spouses. Further explorations
into the perceptions of loss of meaningful activity, and the impact of
re-focusing of energies into alternative activities needs to be done to
determine dimensions of wunburdaning constructs.

Due to the exploratory nature of the study, with a range of individuals,
concept development may lack the clarity to represent the phenomenon of
caregiving unburdening. Therefore, repeated descriptions of the uzburdaning
constructs, with small samples of bereaved caregivers, may lead to a more
systematic and clarified description of the area of interest.

2. According to Dimond (1981), little is known about the response of
the elderly to loss, since most of the grieving literature has focused on
younger adult individuals, and few studies have included widowers. It is
possible that the interview format may have included terminology which
was perceived as vague, abstract, or inappropriate to respondents. The
semi-structured interview may have limited data since some responses
were superficial. The format structure does not give the interviewer an
opportunity for true indepth exploration in the time frame requested of
participants. For example, less structured open-ended questions such as

“tell me how you felt about your losses while you were caregiving™ and
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"how do you feel about your losses now---"may provide more indepth
responses about the impact of of the losses unique to caregiver usburdaning

3. In this under researched area of caregiving bereavement, the pain of
grief and the mourning process may be so intense that it obscures the
ability of the individual to respond to the concepts of grief, loss, and
unburdening Also, the time intervals between interviews may have been
inaccurately represented the process of mourning.

Because respondents were mourning so heavily at the first interview,
other responses to the wrlwrdaning concepts may have been clouded. From
the Gerber (1975) study of elderly bereaved spouses, it was evident that the
physical and psychological effects of bereavement (reports of illness and
psychotropic drugs) were sometimes not evident until six months post death
of the spouse. Therefore, consideration for two to three month, six, and
twelve month post bereavement interviews should be investigated to
provide longer term exploration of the caregiving bereavement process in
elderly adult spouses.

4. Threats to validity, such as the participant observation effect
altering the behavior within the subject's environment and the length of
~ time necessary for the interviewer to become a familiar part of the
environment were factors that could only be measured with study
replication. Additionally, the interviewer may have pushed too hard for
descriptive data within the time frame planned for the interview with the
older individual, therefore the data may have been limited or inaccurate. In
addition, utilizing a panel in determining if committee members yould come
to similar conclusions from data findings would help establish accuracy in
descriptions of the observed reality and it's portrayal in the study findings.

S. A further limitation of the interview is that the interaction of the
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participant observer and respondent may introduce interviewer bias.
Utilizing Roger's (1981) theory, the nurse investigator enters the
participant’s field, and immediately becomes a part of the environment, and
thus bias is introduced. Nevertheless, to reduce interviewer bias and
increase reliability of the interview, an interview format was utilized
with each respondent with probes that facilitated verbalization of
responses. Further, the interview was conducted with the same order of
topics and the wording remained basically the same with each respondent.
The interview itself was quided by procedures developed for uniform
interview behavior.

In summary, limitations within concept development or wording of
questions to tap the caregiving and bereavement experience may have
resulted in inaccuracy or participant reluctance to disclose the requested
information. Modifying the time span between interviews needs evaluation.
Consideration for follow up interviews may be indicated to explore and
| describe the subject area longitudinally in this under researched population
of elderly persons.

with these considerations in mind the following suggestions are

offered as implications for nursing practice, education, and research.

The implications for nursing practice will be presented from the
perspective of the Clinical Nurse Specialist in the primary care setting. The
CNS bases nursing practice on nursing and other appropriate theories drawn
from allied disciplines. Martha Rogers’ theory of unitary man was deemed
applicable in explaining the manner in which the CNS could intervene in the

life cycle transition of caregiver bereavement.
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The CNS is concerned with health alterations and developmental
transition points that must be accomplished so that an individual is better
equipped to move on to the next phase of development. These health related
components can arise as a result of caregiving and grieving as a response to
multiple losses. As the life process is continuous, man has the capacity to
knowingly rearrange his environment and actively make choices to repattern
with increased competency and achievement of well being (Rogers,1981).

To conceptuslize unburdening from Rogers’ perspective, the system of a
single human field is much like a wave traveling across a mighty ocean.
Often the wave will meet obstacles or rip tides and become disrupted, just
as a8 human being may meet adversity, and a great deal of upheaval and
destruction may occur. But, the wave and the human will survive, in some
form, to move forward, to swell and grow as a wave again, or to ripple
unnoticed through time.

The nurse in advanced practice works to assist client’s in meeting
alterations in the life process. Once a pattern is recognized, mutual
decisions are made as to how the client will respond to burdens or
alterations that can impede growth. The harmonious interaction promoted
by Roger's places the nurse in the role of promoting the interaction between
person and environment. Therefore, from Rogers'{1981) perspective, the
evolving process of caregiving bereavement may consist of pattern that can
impede and/or facilitate that process of achieving maximum health
potential. Those patterms which impede the caregiving and bereavement
process can be viewed as part of a larger pattern within the life process of
individuals.

The research described was not designed as an intervention study.

Nevertheless, the CNS in a primary care setting is in a unique position to



146

develop nursing interventions which are directed toward repatterning of the
client/environment for more effective fulfiliment of the client's individual
capabilities. The design of a nursing system to meet the ongoing needs of
the client and family emerges as the nurse and client interact over time.

Ideslly, in & primary care setting it is appropriate to intervene during
the caregiving process prior to the death of the family member, and then to
follow the client intermittently through out the mourning process. The CNS
is in 8 unique position to provide anticipatory guidance and education to the
client and family members about health needs during the caregiving process
and as a response to losses associated with the grieving process.

The nursing process is defined as systematic observational and probiem
solving techniques to identify problems and appropriate strategies and the
evaluation of the effectiveness of the interventions (Carpenito, 1983).

The steps in the nursing process taken to assist the client are to: |

1. Gather data.

2. Assess data and formulate nursing diagnosis.

3. Determine short and long term health goals in mutusality with the
client.

4. Implement nursing intervention.

S. Evaluate outcomes for effectiveness.

The first step in the nursing process is to gather appropriate data. For
the older bereaved client, who is mourning following spousal caregiving,
several kinds of data are gathered as a part of ongoing health care. In
addition to a health history, information concerning the holistic dimensions
of the individual relative to caregiving and bereavement are obtained.
Gathering and recording data could be accomplished by the use of an

assessment tool, such as Bereaved Caregiver Assessment Instrument, (see
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Appendix 1) which was specifically designed for this purpose.

According to recent literature, caregivers tend to minimize the
hardships they faced and are preoccupied with the tasks of daily care which
result in reports of denial of grieving losses prior to the deaths of the
family member (Vinek,1984; Malone,1985). Nevertheless, it is appropriate
for the CNS to anticipate a discounting of self care needs. By focusing on the
caregiver, rather than exclusively on the care recipient during an encounter,
those discounted self-care needs may be addressed. The nurse must support
the client and caregiver from a knowledge base and seek to resolve and/or
prevent the accumulation of unresolved grief. The chances for the older
person and patient coping appropriately with the inevitable losses they face
are increased.

The information obtained relating to person and environmental factors,
assists in identifying a pattern. For example, intermittent assessment of
financial changes that potentially can result from caregiving and loss of 8
family member may alter or even prevent secondary losses. Therefore,
assessment of the objective and subjective characteristics of changes
within the client/environment must be accomplished on an ongoing basis to
determine actual and potential losses or disharmonies.

The second step in the nursing process is the nursing diagnosis. In this
phase, the CNS formulates conclusions about the client based on the
collected data. Any discordant variations in patterns related to caregiving
and losses, which may impact health goals are identified. From these
conclusions, planning and implementing of nursing intervention is provided.
An example of 8 nursing diagnosis may be, altered sleep patterns resulting
from the caregiving and mourning process.

Step three in the nursing process is determining short and long term
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goals. Another role of the CNS as planner is to collaborate with the client
in establishing health oriented goals. The goals are established mutually
with the client, considering such factors as; his/her right to choose, values
and beliefs, personality characteristics, past coping methods, life style, and
support system availability. Further, goals mutually accomplished with the
client/family would play a role in the client's achievement of them. An
example of goals set by the individual who is post caregiving and mourning
may include:

1. ldentifying environmental factors which may impede resolution of
losses associated with the loss of caregiving role and death of one’s spouse.

2. Determining patterns of symptoms relating to the mourning process.

3. Seeking a means of altering coping mechanisms previously used to
cope with loss.

Utilizing study guidelines, short term goals may be identified as the
subconstructs under the appropriate construct domain, and long term goais
are the specific construct domain. For example, short term goals under the
physical domain could include: ‘

1. To identify discordant patterns in the daily schedule.

2. To identify health perceptions.

3. To determine environmental factors which impact self care.

The long terms goal is to seek appropriate repatterning and redirection of
physical domain for achievement of maximum health potential as defined by
the individual client.

The fourth step in the nursing process is intervention. The
interventions are actions taken to achieve identified goals and thus are
directed toward repatterning of the person and environment in fulfiliment
of the client’'s capabilities. One role of the CNS is to provide emotional
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support and counsel as the client disengages himself from the losses. The
nurse seeks to facilitate confrontation of the difficult issues associated
with the mourning process. Assurance that feelings are normal and
necessary to resolve the grief may facilitate "moving on".

Interventions selected will depend upon the problems identified and the
mutual goals established by the client and nurse. The choice of
interventions must consider caregiver bereavement versus the unexpected
loss of one's spouse. The changes associated with gradual, physical
deterioration due to the strain of caregiving, social isolation resulting from
caregiving over time, and the loss of the busy schedule associated with
caregiving tasks can result in an accumulation of losses. Thus, patterns of
grief displayjed may differ for caregiving bereaved spouses and non-
caregiving bereaved spouses.

Gaining perspective as a part of the grieving process is not easy nor is
it reached quickly (Schneider,1984). Therefore, considering the multiple
loss issue, the bereaved person needs an opportunity to describe his/her
experience to & caring, understanding person. The CNS encourages a
discussion of caregiving events, the importance of the caregiving
role/activity, the loss of the relationship with ones’ spouse, the scope of
which encompasses 8 large area of the person and environment.

The loss of caregiving activity and role associated with caregiving
bereavement challenges the nurse to mutually assist the client in the
re-focusing of energies into meaningful alternatives. The nurse can aid the
client in reviewing, strengthening, or developing existing resources for
purposeful activity and appropriate sources of social support. The CNS in a
primary care setting is in a position to assist the client/family by

encouraging communication about the difficult and/or unresolved issues
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associated with caregiving and bereavement, such as guilt or feelings of
abandonment. Further, the nurse can help the bereaved caregiving family in
the identification and establishing realistic expectations for the future. As
a result, the CNS assists in repatterning and redirecting of energies and
making sense out of the losses.

The fifth, and final, step in the nursing process is the evaluation of
outcomes for effectiveness. Outcomes may be evaluated by the following
methods:

1. Utilization of caregiver bereavement instrument.

2. Recording goals, interventions and expected outcomes.

3. Revision and reformulation of interventions while moving toward
maximum health potential.

In using Rogers’ (1981) framework as a focus for nursing, mans’
relationship to his environment, and the importance of this relationship
across the life continuum is described. The CNS uses the nursing process to
assist the grieving client in meeting mutually established goals.
Interventions are chosen to pattern and repattern the client/environment to
achieve maximum well-being within the individual's capability. Evaluation
provides the opportunity to continually reappraise the caregiving
bereavement process, identify new patterns or obstacles, and set new goals
and interventions, in the primary care system.

In addition to gssessor another role of the CNS in working with
bereaved caregivers is that of counselor. According to Schneider (1984),
the grieving process begins by respecting the process of healing and growth
in another individual. Despite the fact that the bereaved person may choose
not to accept what the helper may recommend, including stopping, dying, or

not growing, the person continues to need help and understanding. Support
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for the survivor/family requires a helping relationship, which is continuous,
accessible, and affordable. Grief work cannot be rushed. The nature of
bereavement however, is that the intensity of the loss and the energy
required to mourn are minimized with time (Whelan, 1985).

The CNS continues to recognize the client's capacity to think, feel, and
make decisions as he/she moves through a seemingly chaotic life transition.
The implication is that choices are made along the life continuum impacts
the life process of man. Choices made from a knowledge base about
caregiving bereavement can influence pattern and repattern so that life can
be experienced as harmonious rather than discordant. Therefore, the
individual client/nurse interaction will influence reaching maximum health
potential.

Ideally, the nurse in advanced practice must seek to address the
facilitation of the bereavement process prior to the death of the patient
through anticipatory guidance. The first CNS/client contact may be during
the caregiving process. The caregiver may be entering the health system
because of 8 health problem related to his/her spouse. At this point in the
health continuum, anticipating future problems and needs of the spouse
caregiver may have it's origin. |

Behavioral strategies such as a diary, where the non bereaved or
bereaved caregiver takes a few minutes out of each day to log his/her
thoughts and feelings about caregiving and loss could become part of the
management plan. This process may give permission to the client, whereby
release of burdened feelings such as anger, blaming, resentment and others
reactions to loss are transferred onto the pages of the log. Sharing these
feelings with a supportive person helps the client explore the impact of the

caregiving and the meaning of the caregiving role for the individual. Rogers



152

(1981) believes that the diverse and dynamic nature of the life process
calls for continuous revision of the measures used for intervention.

As nurse counselor, an assessment of the level of vulnerability to loss
is indicated to determine whether the bereaved individual is experiencing
depression or normal grief. Schneider (1984) cites that depression is
suggested in individuals who have suffered more than the usual number of
losses and exits from the social field, which the nurse might anticipate as a
result of caregiving bereavement. Therefore, the nurse must be aware of
signs of depression that indicate a need for treatment and/or referral such
as severe insomnia, persistent feelings of worthlessness, loss of
gratification from usual roles, suicidal thoughts and feelings, or persistent
restrictions of pleasure (Schneider,1987)

Diminishing pangs of awareness of the 1oss may indicate the beginning
of the healing process (Schneider,1984). At this time the client can begin
to process the decision of whether to carry the burden of grief through life,
and thus may move from the awareness of the extent of what was lost and
gain perspective of discovering what remains {(Schneider,1984). Throughout
the process of grieving, and the client mourns the losses associated with
caregiving and the death of the mate. The need for an ongoing, supportive
network is of particular importance. The accessibility of these supportive
resources is a factor in which the individual maintains social identity and
emotional support.

The CNS provides stabilizing support, encourages expression of
concerns and facilitates coping behaviors, having judged the client's
capacity and/or desire to accept the counsel. Having established a trusting
rapport, and utilizing a knowledge base, the CNS may facilitate repatterning

of self care as she motivates the client to begin to reach out and to give
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help to others, not just receive it. It is common for nurses to realize that
bereaved persons need care and concern, but it is also known that these
same individuals may alsoc want and need to help others (Rigdon, 1987).

In order for families to be supportive, they must be sensitive to the
needs of the bereaved family member, and seek ways to provide help and
assistance. In so doing the client maintains identity and balance. From a
knowledge base, the CNS counsels and educates family members in the
grieving process. Family members can play an important role in easing the
process of mourning within the client and themselves through self help
practices such as attending support groups. The CNS may serve as 8
counselor on a one to one basis with the client and for family members, or
serve as a facilitator for support groups of bereaved caregivers.

The nurse in advance practice has a responsibility not only as an
assessor and counselor for clients and families who are undergoing life
transitions. As a client advocate, the CNS works in mutuality with the
client in promoting 8 transfer of responsibility for improving self care and
health promotive activities, and bringing about positive alterations in
health behaviors. It is suggested by the researcher that the process of
unburdening has been with each human being since life began. It is not just
in illness or death of a loved one where burdens and changes are brought to
bear. With each alteration on the health/illness continuum the individual is
challenged with an opportunity to learn, to change, and to grow. The role of
the CNS is to mutually facilitate that change.

Understanding the way in which bereaved individuals cope with
stresses, losses, and change and restores a state of balance will depend
upon person/environment resources that come into play. The CNS becomes

aware of these factors and works with them to enhance growth and positive
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change with the client. Further, it is not always outside forces which bring
burdens into the clients’ environment. The client must first recognize a
pattern in order fdr it to have an effect. Once recognized, decisions are
made as to how to react or respond to that alteration. In the primary care
setting, the CNS advocate assists the client toward exercising his/her
rights, thus allowing the client to assume responsibility for choices based
on their own quality of life expectations.

The CNS acts as a consultant and collgborator with other members of
the interdisciplinary team in seeking assistance with planning care that
will address the ongoing needs of the clients and families. As a consultant
the CNS may provide advise and information to other team members, or lay
groups, relating to an area of gerontological expertise such as caregiver
bereavement in the elderly. In this role the nurse assists in broadening the
scope of health care awareness and planning.

In summary, the CNS in primary care brings forth numerous roles,
which assist in serving man in his entirety. The nurse seeks to promote
harmony between man and environment, while strengthening the integrity of
the human field. Interventions are directed toward patterning and
repatterning of the field toward awareness of maximum health potential
within the capability of eagh individual. To reach that goal, the CNS uses
the nursing process to determine individual differences in assisting people
to develop patterns which coordinate rather than conflict, with
environmental changes. The bereaved caregiver instrument is part of a
means of assessing the person/environment and variables, thereby planning
ongoing care in mutuality with the client.

The need for human support from a knowledge base, enables the nurse

counselor to facilitate the grieving process and identify behaviors that are

]
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motivating in helping the client achieve appropriate goals. Finally, it is
emphasized that the CNS is in a unique position to contribute to the
education of the caregiving bereavement process of family members, lay

groups, and other members of the interdisciplinary team.

Nursing Implications for Educsation
The purpose of this study is to describe and explore the experiences of

the spouse family caregiver following the death of his/her mate. The
researcher found there was literature to support how the patients’
functional, social, and mental limitations are related to perceptions of
caregiver burden. The nature of grief and bereavement among younger adults
and widows is described in various studies (Parkes,1971; Glick,1974).
However, little is understood about older adult bereaved caregivers.

Nurses in advanced practice have a responsibility for envisioning and
initiating health services directed toward an unknown future. It is known
that trends in life expectancy indicate that families provide the bulk of care
for elderly Americans. These increasing numbers of elderly are & new
phenomenon with little known consequences (Day, 1985). Therefore, during
the educational process, the nurse must develop a knowledge base about the
aging trends, aging theories, and the magnitude and complexity of providing
cere for the aged and its’ impact on caregivers and their families. In
addition, the CNS must understand and educate others in and out of the
health care system of needed health care policy changes and programs that
support home care for the elderly.

Further, while grieving and loss theories are part of undergraduate and
graduate curriculums, the theoretical basis often is related to bereavement.

Within the older population, past experience is 8 predictor of adaptation to
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widowhood. Therefore, knowledge of those skills and competence utilized
throughout life to cope with loss, needs to be recognized and assessed. The
nurse must be educated to systematically assess prior 1osses, and previous
coping patterns, and the impact of patterns of health care alterations at
any point in time, on an ongoing basis. The meaning of loss and the
perception of the transition experience effects goal achievement.

Nurses who are planning to specialize in gerontology must have
incorporated within their educational curriculums advanced knowledge of
the normal aging process and variations of this process. This knowledge
helps differentiate normal aging changes from grieving responses, and
symptoms of illness. Further, in working with individuals who are grieving
the losses associated with caregiving and bereavement, an understanding of
the response to multiple losses is essential. With a theoretical foundation,
the nurse will be able to recognize alterations or patterns attached to the
life process of the client. The educated nurse will be prepared to facilitate
resolution of symptoms of unresolved loss within a clients and families.

in working with }clients who may have complex multidimensional
problems associated with caregiver bereavement, the CNS needs an
educational foundation where creative interpersonal strategies, problem
solving skills, and other communication skills, such as active listening are
readily available and appropriately timed and implemented as a part of a
management plan. Based on sound theory the CNS creates a climate where

the client becomes responsible for deciding his/her own quality of life.

Implications for Research

There are several implications for further research derived from a

study of the process of untuwrdaning Some suggestions are as follows:
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1. Clarify and further refine caregiving bereavement constructs. The
interview questions relating to emotional and spiritual domains, mourning,
and growth concepts were perceived as abstract and unclear to some
respondents.

2. Describe 8 study to explore the styles in problem solving. For
example, locus of control is the extent to which one perceives himself
capable of determining his own destiny referred to as internsl locus of
control, or whether an outer force such as luck, chance or God controls it
known as external locus of control (Rotter,1966). There are few studies in
the area of locus of control among widowed, older persons (Dimond, 19861).
The relationship of locus of control to predict responses such as adaptation
to widowhood among bereaved caregivers, could be integrated and clarified
in a modified replication of the present study.

3. To further evaluate the interview format, and to describe ways in
which varying groups of individuals experience caregiver bereavement,
administer it to small groups of individuals experiencing caregiver
bereavement, such as male bereaved caregivers versus female bereaved
caregivers; non-caregiving bereaved and bereaved caregivers; age group
comparisons, such as S0 to 60 year old group versus 60 to 70 year old group
versus 70 to 80 year old groups; and selected socio-economic groups.

4. Conduct a longitudinal design which captures the sequence of
caregiving bereavement at one, three, six, and twelve months, post death of
the mate. This design could identify the nature of bereaved caregiver
patterns among the elderly, as well as clues to long term resolution or non
resolution of multiple losses.

5. An open-ended, quided interview approach allows participants to

describe their experiences in a holistic manner. Using a combination of
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qualitative methodology along with selected structural measures for
comparison, would assist in understanding the extent of the caregiving
bereavement phenomenon among elderly individuals. Further, questions may
be developed from all constructs using this comprehensive approach. Adding
the following question at the end of each interview session may add an
extra dimension missed by the guided interview approach. That question is:
"Is there any thing else that we haven't mentioned ?°

6. Much of the research that has been done with clder adults examines
the process of spouse bereavement (Dimond,1981). Another area for study
is the loss, by death, of friends who live in close proximity, which may
result in significant bereavement responses. This group of individuals who
concurrently are experiencing multiple losses due to age and the life
process, may be in need of primary health promotion and disease prevention,
possibly having been missed by the health system.

Summary

in Chapter V1, a summary and interpretation of the study findings in
relation to the problem area was discussed. The major contribution of the
study has been to describe a process termed wunburganing from a holistic
perspective as expressed by recently bereaved caregivers. The results of
the study showed that respondents were experiencing emotional, mourning,
and growth changes which became apparent at two months following the
death of the patient. These changes may be unique to the caregiver
bereavement process and thus have been termed wuntiurdening

All respondents seemed to be searching for meaningful activity within
eight weeks following the deaths of their spouses, perhaps a reflection of

the process of relinquishing the former caregiving role and/or reaching out
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for meaning in life. All respondents were able to express individual
feelings of love and loneliness as well as reminisce about the lost role and
relationship at two months following the death. Another commonality
among study participants was the decline in tearfulness which may be a
protective mechanism which allows the bereaved individual to limit his/her
vulnerability having experienced multiple losses of caregiving and death of
a spouse. Variation in responses to waburdening constructs may have
related to one's physical capacity, and perception of the number and extent
of previous losses. Further factors accounting for differences seemed to
encompass financial stability, gender, 1earmed coping methods, perceptions
of purpose in life, perceptions of supportive resources, and personality
characteristics.

Another contribution of the study was to demonstrate the use of of the
qualitative approach in studying the under researched area of caregiver
bereavement among elderly spouses. The individuals studied are quite
possibly a large group of persons who are missed by the health care system,
following the deaths of their spouses. The study results of the extent of
unlirgening can be utilized to further develop and refine the construct

domains to be used for further research, education and nursing practice.
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APPENDIX A
Caregiver Information

while a wealth of information has been written about the general
problems of caregiving for elderly family members in the community, very
little is reported on how caregivers evolve through the experience of death
of the caregivers’ spouse. The literature clearly describes the need for
home care for the elderly is increasing. It has been reported that the
population of older individuals is increasing with more Americans living
past their 85th birthday. In fact, in 1985, 5.2 million elderly persons lived
in communities with disabilities that left them in need of assistance with
such day to day tasks as meal preparation, dressing, and bathing.
Furthermore, the likelihood of families caring for a8 disabled relative is
increasing.

Recent literature emphasizes the burdens and stresses of the
caregiving role. Despite these strains, family caregivers continue caring for
their elderly spouses or parents. Interestingly, while other family members
may support the caregiving activity, ceregiving is primarily a single person
role. In spouse caregiving, it would seem that caregiver strain is related to
the intensity of the bond between caregiver and care recipient. Indeed, the
greater the emotional investment, the greater the frustration associated
with caregiving.

The death of a spouse is viewed as an emotionally devastating event.
Following the death of the spouse, the degree of the 1oss may be related to
the nature and quality of the bond between the surviving spouse and the
deceased individual. Nevertheless, while the death may have been
anticipated due to a chronic illness affecting the patient, the void that
comes vith death was not expected. Further, the caregiver may not have
allowed time to experience what life would be like without his/her spouse.

The literature supports the concept that the bereaved widow or
widower has a number of tasks to negotiate for longer term adaptation to
life without their spouse. As one “unburdens”, one releases or holds onto
for a time the state of burden when the actual force of the responsibility of
caregiving is no longer present. The process of thinking about, feeling, and
verbalizing the experience of caregiving, compared to how one thinks and
feels after the death, has the potential of opening the door to appraising a
life purpose that is no longer dependent upon what was lost.
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APPENDIX B
Initial Study Contact
Exploration of the Unburdening Process

In of last year, you participated in the first part of a
study about family members who provide cere for older adults. As you may
recall, this study is being conducted by the Michigan State University
College of Human Medicine and College of Nursing. Recently, you told us
about the death of your spouse. When did he/she die ? (If death occurred
within the past one to two months, proceed with the interview. If death
occurred greater that two months ago, support the individual in their loss,
as a follow up to previous participation in the Family Caregiving Study.)

I'm calling today to talk with you about participation in a study about
the unburdening process, as experienced by caregivers for their spouses.
Would this be a convenient time to talk with me about this study ? (If “"No",
schedule a more convenient time for the phone interview) This study is
being done to better understand the feelings, perceptions, and needs of
spouses who have experienced verying reactions to caregiving and the death
of their mate.

Indepth interviews will be carried out at one and two months following
the death of the family member who needed care. The study is being
conducted as part of my work for a Masters Degree in Nursing at Michigan
State University. Participation in this study will take approximately one
hour on each of two sequential appointments, at your convenience. The
interviews will take place in your home. During these interviews, questions
will be asked regarding your feelings about caregiving and your perceptions
following the death of your spouse.

Please be assured that all of your responses will remain confidential.
Are you be willing to participate in this study ? (If "No" - thank them for
their previous participation). (If “Yes™ - schedule a time for first home
visit and obtain directions to the home). Inform the participant that the
appointment will be confirmed again, the day before the visit by phone.
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APPENDIX C

MICHIGAN STATE UNIVERSITY

UNIVERSITY COMMITTEE ON RESEARCH INVOLVING EAST LANSING ¢ MICHIGAN © 45524-1046

HUMAN SUNECTS (UCRIHS)
238 ADMINISTRATION BUILDING
(517) 355-2186

February 3, 1987

Ms. Margery L. Taylor
College of Nursing

Dear Ms. Taylor:

Subject: Proposal Entitled, "An Exploration of the Unburdening
Process as Experienced and Expressed by the Family
Caregiver Spouse Following the Death of the Chronically Ill
Mate"

UCRIHS' review of the above referenced project has now been completed. I am
pleased to advise that the rights and welfare of the human subjects appear to
be adequately protected and the Committee, therefore, approved this project
at its meeting on February 2, 1987.

You are reminded that UCRIHS approval is valid for one calendar year. If you
plan to continue this project beyond one year, please make provisions for
obtaining appropriate UCRIHS approval prior to February 2, 1988.

Any changes in procedures involving human subjects must be reviewed by the
UCRIHS prior to initiation of the change. UCRIHS must also be notified
promptly of any problems (unexpected side effects, complaints, etc.)
involving human subjects during the course of the work.

Thank you for bringing this project to our attention. If we can be of any
future help, please do not hesitate to let us know.

Sincerely,
: Lo Aol
Henry E, Bredeck, Ph.D.
Chairman, UCRIHS
jns

ce: Dr. Barbara Given

MSU is en Affirmetive Action/Equel Opportunity Instisution
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Appendix D
Informed Consent Procedure

Before we get started today, | would like to take some time to explain
what will be involved in taking part in this study and to answer questions
you may have about participating.

Over the course of two months there will be two home visits arranged
at your convenience.

There are just a few things that are important for me to discuss with
you relating to your involvement in the study. The interviews will be tape
recorded permitting the interviewer time to focus on the interview with
you.

Your participation in the study will not result in immediate benefits
personally, however your insights may add to the understanding of health
care professionals of the experiences and reactions to caregiving and the
death of ones spouse. Your insights can contribute to a body of knovledge
which may help another who is faced with a similar circumstance.

Taking part in the study will not change the health cere or services
that you are now receiving. The study does not provide any services and
cannot arrange for services for you.

It is important for you to know that all of your responses during the
course of the study are anonymous and confidential. Your name and anything
which would identify you personally will be kept separate from your
responses. Neither your name nor the name of your family member will be
given out to anyone else or used in any written reports of the study at any
time.

| wish to reinforce for you that taking part in the study is voluntary
and you are free to withdraw from the study at any time without
consequence.

Do you have any questions about taking part in the study?

IF THE PARTICIPANT DOES NOT WISH TO SIGN THE CONSENT FORM, LEAVE
THEM A COPY AND PROCEED WITH THE INTERVIEW. LEAVE A COPY OF THE
PARTICIPANT  INTERVIEW SCHEDULE AND CONSENT FORM WITH ALL
INFORMANTS. '
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APPENDIX E
Consent Form

The study has been described and explained to me and | agree to take
part in the study. | understand what my participation will involve:

1. | voluntarily consent to participate in this research study.

2. | have had an opportunity to ask questions.

3. If | change my mind and wish to not participate in the study before
the study is completed, | may do so.

4. | give permission to utilize the taped interviews and questionnaire
for the purpose of exploring and understanding caregiver unburdening
following the death of my spouse.

S. | understand that the results of the study will be held in strict
confidence and should they be published, my name will remain anonymous. |
understand that names will not be associated with study material. |
understand that within these restrictions, results can be made available by
me upon request.

6. | understand that the tapes will be erased at the completion of the
study and that all of my responses are confidential.

7. | understand that no immediate benefits will result from taking part
in the study, but am aware that my responses may add to the understanding
of health care professionals of the experiences and reactions to caregiving
and the death of ones spouse.

Signature: ‘ Date:

Signature of Interviewer: Date:
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APPENDIX F

MICHIGAN STATE UNIVERSITY
College of Nursing
Consent Form Letter

Investigator: Margery L. Taylor, RN, MSN Student
Geronto 03? Clinical Nurse Specialist Program
Michigan State University

(517) 353-0852

Dear

Date

The study in which you are to participate is designed to explore the
process of unburdening as experienced by the family caregiver spouse. In
order to help others, this study is being done to better understand the
feelings, perceptions, and needs of spouses who have experienced varying
reactions to caregiving and the death of their mate. In depth interviews
will be carried out at one and two month intervals following the death of
the family member who needed care. The study is being conducted by myself
as a part of the requirements for a Masters Degree of Science in Nursing.

Participation in the study should take approximately one hour of your
time at each of the two sequential scheduled appointments, at your
convenience. The interviews will take place in your home and will be tape
recorded. During these interviews questions will be asked regarding your
feelings about caregiving and liour perceptions following the death of your
spouse. Please be assured that your responses will remain confidential.
There will be no identifying information on the tape, questionnaire or within
the report of the study material.

The tapes of the interviews will be erased following the completion of
the study. In addition, you are free to deny responses to specific questions
on the interview or questionnaire. You may vithdraw from the study at any
time should you so choose and that withdrawal will in no way effect the
care you may be receiving from your physician or formal ogenc?. ]

f you have ang questions, please call the researcher a an? time. |
would be privileged to send you a summary of the study resuits at its
completion if you so desire. .

If you are willing to participate, please read and sign the attached
consent form.

Thank you very much for your generous gift of time and effort.

Sincerely,
Margery L. Taylor, RN

Gerontol o‘gg inical Nurse
Specialist Program
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APPENDIX G
Interview Format
To explore the phenomenon of unburdening the following open-ended questions will be

utilized to guide inter-actions:
INTERVIEW | PROBES
| would Yike you to describe a typical (1) Can you describe your
dey now, as oppased to when you were sleep habits ? Do you
coregiving. Please consider such wake up at night ?
activities as food/fluid intake, exerciss, How do you feel at
daily activities, slesp/rest, etc. the end of your sleep?
1. Could you describe a typical day now ? l'-low‘i?sywr energy
eve
2.How 1s this different from then?
(2) What kind of food and
fluids do you usually eat
for breskfast ?
(3) What do you do for the
remainder of the morning
activities exercise,
shopping, etc.

Do you read, watch TY,

listen to the radio, on a
typical day ?

(4) Can you describe the
form of transportation
you use ?

(S) At lunch time, what is
the typical menu ?

(6) How do you spend your
afternoon ?

( 7)What about daytime naps ?

(8) What do you do if you
feel lonely or sad ?

(9) Cen you describe how
satisfying your life is ?

(10) Plesse describe any
social octivities 8s a8
part of your typical day.

(11) At dinner, what do
you typically eat  ond

drink? Any alcoholic beverages
consumed on a typical day ?

(12)Whatfomily/friends
relationships tske placs on a
typical day?
(Frequency and Quality)

(13) How busy 1is your
typical day ?

(14) How do you relax on
a typical day ?
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Caring for a chronically i1l family member

over time and then experiencing the death
of that person can affect the ceregiver in
many ways.

A. 1. Could you tell me how you feel
physically now ?
2. How is this different from when
you were caregiving ?

B. Some people express changes in their
mental outlook 8s a result of caregiving
ond subsequent letting go of the former
ceregiving role.

1. Could you tell me about your mental
outlook now ?

2. How is this different now as opposed

to then ?

C. Some people express varying emotional
reactions in stressful or difficult
situations.

1. Could you describe how you are
feeling emotionally now ?

2. How are these feelings different
from the feelings you exper ienced

8s a caregiver ?
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( 1) Con you describe
your health status ?

(2) Are you  taking

any medications ?

(3) Con you  describe
health care problems

that need medical
sttention ?

(4) How ore you taking
care of yourself ?

(1) What do you view
your next role to be ?
(2) How do you cope with
your problems ?

(1) Describe the bond
(relationship) between
you and your Spouse.
before caregiving ?

(2) Describe the bond
while you were

caregiving ?

(3) Pleass describe your
feelings about the
relationship with your
spouse since his/her death.
(4) What kind of burdens
ond rewards ( personal
gratification/satisfactions)
do you feel ?

(S) Can you describe
feeling frustrated or

?
(6; Do you feel you are a
better person because of

ceregiving ?




D. Some people say that their social
relationships are altered during the
caregiving experience.

1. Please tell me about your
social situation now ?

2. How is this different from
when you were caregiving ?

E. Some people report changes in their
financial status as a result of the core-

giving role.

1. How do you view your financial
situation now ?

2. How 1s this different from when
you were caregiving ?

F. Some people say that they have
experienced changes in their spiritual
outlook , such as changes in meaning
and purpose for life, as a result of loss
the caregiving role and death

of their mate.
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(7) Do you have
difficulty saying no to
people ? When you do say
no, do you feel guilty ?
(8) you had
concerns about someone
saying ?vou are not a good

person
(9) Do you miss the daily
activities associated with
ceregiving ?

(10)What wes the earliest you
remember taking care of people ?

(11)  How did you view
the person who was dying ?
(12) When it wes at its

worst, what was it like?

When it wes at its best,
what was it like ?

(1) Can you describe
feelings of being isolated
from people or the
outside world ?

(2) Did you feel you were
in the cere giving situation
alone ?

(3) What kind of support
do you get from
family/friends ? Is it helpful ?

(1) Who handled the
finances in the family?
Is thisaproblem?

(2) The older you get, do
you become more fearful
of not having enough
financial resources;
knowing how to negotiate
the system ?




1. How do you fird meaning omd (1) How 13 your spiritu
purpose in your life? outlook or philosophy

helping you?

2. How is this different from when

you were caregiving ?
(2) How do you find purpose
and meaning in your life ?
(3) Who do you turn to in
the critical moments ?
(4) Is there anything that
is especially frightening or
meaningful to you ?

INTERVIEW 11

People decide to provide care for their family member for many different reesons. Would you
please describe the primary resson you decided to care for your spouse ?
(If children) What about the children ? Did they influence your decision ?

Some people decide to provide cere because they view caregiving as their duty. Did a sense of duty
offect your decision ?

Other individuals ceregive out of feelings of love and affection. Was the bond of love and affection a
factor influencing your decision to caregive ?

Some decide to care for their spouses because caregiving provided purpose and meening in their
life. Was the sense of purpose and meening a factor ?

Other's believed their spouss always depended on their being thers for him/her. Did this sense of
always being there affect your decision ?

Some say | began caregiving, found myself doing it, and even though | wanted to, | couldn't say no.”
Did the belief that you couldn't say “no”, affect your decision ?

Others say, “l just couldn't afford to do otherwise.” Were financial concerns a factor in your
decision to caregive ?

If you could do anything you wented to
do (you have no limits):

1. Describe to me what you would

do on this day. (1) Where would you be ?
What do you see yourself
doing?
(2) Who or what would

2. Help me to see what you are make you happier ?

seeing on this day.

3. If you could talk to someone who

is in the same situation that you were
in, just two months ago, what would
you like to tell them ?
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In our final few minutes together, | am going to give you a poem written by a person nemed
“Louise”. What does this mean to you in terms of caregiving?

.10 doing 2bat | shouwld
have dons ysare oge, Zhish
is finding oot 2ke | om ond
obet | oont. | 2ent to heve
o shoiess. And ohes | make
desisione through shoies
aet doty, 1t bos to bo better
for ms o2d for the pesple
obo iove me ond the

peaple | leve.

Is there anything else you would like to talk about?
The tape recorder is turned off. At this time | want to thenk you for your participation in this
study. What you have contributed during the interview process will add to an understanding by

health care professionals of the impact of experiences/reactions to caregiving and the death of ones
spouse. Your insights may help another person faced with 8 similar circumstance.
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APPENDIX H
. Socio-demographics

The socio-demographics tool is utilized to elicit descriptive
information about the participants under study for the purpose of verifying
sample criteria for participation. Knowledge of the socio-demographic data
adds mesaning for understanding an individual undergoing a life cycle
transition. Socio-demographic data collected will include age,
racial/ethnic background, educational level, occupation, financial resources,
present state of health, past experiences with caregiving, number and ages
of children living at home, distance from home of other children, family and
other support.

Socio-demographic Questionnaire Code* __

1. What is your age ? (Write in number)
2. mhatt_ is gﬁtur racial or ethnic background ? (Please check all that apply)
ptiona

Black — Hispanic
White — American Indian
— Asian American ——— Other (please specify)
3. How much schooling have you had ? (Please check highest grade
completed): K-3: 3-6: 6-12:

College: Associate Degree:
Bachelors Degree:
Masters Degree:
Doctoral:
Other Professional Degree:
4. what is (or was) your primary occupation ?
Are you currently working 7 Yes
'slf yes, how many hours per week ?):
0
S. What is your total family income per year ? (Check one)
etween 0 and $3,999.00
— $4,000 and $9,999.00
— 310,000 and $19,999.00
— $20,000 and $29,999.00
— $30,000 and $39,999.00
$40,000 and over

6. Do you have health or medical insurance ? Yes: No:
(Check all that apply)
Medicaid : Blue Cross:
Medicare A: Other:
Medicare B:

7. 1f yes to #6, is your coverage adequate ? Yes

8. How is your present state of health ?
(Please check one) Excellent

Good

Fair

Poor

9. How many years have you been a caregiver for your spouse ?

No

(Please check one ) 2 to 3'years
3 to 4 years
S or more years
10. Do you have any children ? Yes o Children
Any Children Deceased ? Yes No
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11. If you have children, what are their ages ?

12. Do you have children living at home ? Yes No
If yes, how many ? (write in number)
If yes, was this person(s) involved in coregiving ? Yes No
Was this helpful ? Yes No

13. If you have children Iiving owo&] from home, approximately how many
miles away do they live 7 Child 1 Child 2 Child 3—
Is there angone else living in the household ? Yes No
14. Do you visit people outside your home 7 Yes No
(Check one)
IS.r:f gou‘?r answer to * 14 was yes, how often do you visit outside your
ome “

More than once a week

Once a week

2 - 3 times per month

Less than once a month

16. Do you participate in activities outside of home ?
(P1ease check oll that apply)

Church Community
Work Related Clubs
Neighborhood Political
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Appendix |
Bereaved Caregiver Assessment Instrument.

Years of caregiving

Relationship to client

Yhy did you decide to caregive ?
Date of care recipient death

I._PHYSICAL CURRENT STATUS TAT | ¥l

A. Diet: typical day
(include caffeine, alcohol)

B. Medications/ Reason for:

C. Activity/Frequency:

D. Perceived State of Health:
{ Excellent, Good, Fair, Poor)

11. SOCIA CURRENT STATUS STATUS WHILE CAREGIYING
A. Leisure Activities:

B. Social Activities Outside
of Home /Frequency:
(Clubs, Community,

Church, etc.)

C. Family Contact/Frequency:
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111, FINANCES

CURRENT STATUS STATUS WHILE CAREGIYING
A. Adequate: {yes/no)

B. Inadequate: {describe area’s
of need)

C. Health Insurance: {yes/no)
1. Adequate: (yes/no)
2. Inadequate: (describe)

I¥. EMOTIONAL

CURRENT STATUS STATUS WHILE CAREGIYING

A. Felt About Caregiving:

B. Felt About Your Loss or
Anticipated Loss:

C. How were/are your
Intimacy needs met ?:

Y. MENTAL

CURRENT STATUS STATUS WHILE CAREGIYING

Usual Method of Coping
With Problems { note
all that apply):

A. Cognitive:
Problem Solving:
Use of Supports:
Coping with previous losses:
Denial (avoid conflict):
Other {write in):

B. Behavioral:
Keeping Busy:
Religious Practices:
Doing Something New:
Other {write in):
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Y1. SPIRITUAL CURRENT STATUS
(Describe)
A. Clients Purpose and
Meaning in Life:

B. Use of Religion:

MOURNING ( Person-Role] CURRENT STATUS
(Check if appropriate)
A. Tearfulness:
. Periods of Depression:
. Periods of Fatigue:
. Loss of Energy:
Loss of Interest in Usual Roles:
. Loss of Appetite:
Persistent Sleep Alterations:
. Body Weight Changes:
Difficulty in Concentrating:
. Loss of Purpose/¥ith Person:
K Loss of Meaningful
Role - Activity:
L. Feelings of Ambivalence
Toward Lost Person:
¥M. Feelings of Worthlessness:
*N. Suicidal Idestion:

(Note: - If [¥] present consider referral)

GROWTH CURRENT STATUS
{Briefly describe)
A. Positive Anticipation
of Future {Statements of):

B. Ability to discuss Past/Future:

CURRENT STATUS
A. Pertinent Physical

STATUS YHILE CAREGIYING

STATUS WHILE CAREGIYING

STATUS WHILE CAREGIYI

Findings:

B. Nursing Diagnosis:
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C. Plan:

1. Disgnostic:

2. Treatment:

3. Education and Counseling:

4. Expected outcomes:

(Note: Update briefly on subsequent visits, as needed)
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