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The purpose of this study was to describe the
bereavement experiences of surviving gay men who provided
care for a partner who died from AIDS.

In addition, a goal

was to generate a substantive theory that explains a basic
social process used to manage bereavement.

Grounded theory

method was used to collect and analyze the data.
structured,

op~n-ended

Semi-

interviews were conducted with 10

participants who lived with their partners diagnosed with
The collection and

AIDS at the time of the death.

comparative analysis of the data occurred simultaneously
over a period of 2 years.

The findings revealed the basic

social psychological problem of bereavement resolution, the
basic social process (BSP)

of managing care,

categories comprising the BSP.

and three

These categories included:

Stage I -- Taking on the care, Stage II -- Sharing the
Care,

and Stage III

Relinquish~ng

the Care.

In

addition, the strategies of each stage which were used by
the participants to respond to the challenges of providing
care for the partners with AIDS were delineated as forces
impacting bereavement outcomes.
stages include-d:

stage I

(b) managing alone,

--

The strategies
(a)

~or.the

committing to care,

(c) restructuring the relationship,
ll'i.:
r:tr

(d) taking care of oneself; Stage II -- (a) reaching out ·to

i~t~~~
-:-.-----·

the families,

(b)

Stage III -- (a)

seeki-;n;g the support of friends;

dealing with the health care system,

(b) dealing with the families, and (c) deaiing with the
final loss.
Implications for practice suggest that the Managing
Care Theory within the context of bereavement provides a
new framework from which to assess survivors' strategies in
caring for partners with AIDS.

The substantive theory

provides a guide for nurses and other healthcare providers
to more effectively intervene with survivors in the
bereavement period.

This study provides a basis for future

research to determine if application of the Managing Care
Theory will result in more positive bereavement outcomes
for the survivors whose partners died from AIDS.
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CHAPTER 1
Introduction
Bereavement is a universal experience that can
precipitate disruptions in many aspects of an individual's
life.

During the last decade the stigma.of acquired

inununode·ficiency syndrome (AIDS) resulted in the emergence
of a group of "hidden grievers" experiencing a new form of
bereavement (Murphy & Perry, 1988).

Estimates show that

during 1991-1993, the number of deaths from AIDS in the
United States will range from 165,000 tor215,000
HIV/AIDS Preventio·n, February, 1991).

(CDC

Pheifer and Houseman

(1988) concluded that if current trends continue, over one
half million AIDS-related deaths will occur in the United
States by

th~

year 2000.

Since the majority of bidden

grievers are gay males, a new and growing concern focuses
upon the gay life partners who are grieving or who are
recovering from the effects of grief.
This chapter will provide a statement of the problem,
identify the purpose and specific aims of the research.
Questions which quide the research are presented with
significant terms defined and assumptions and limitations
discussed.

Finally, the significance of

nursing will be identified.
1

th~

study for

2

Statement of the Problem
The current literature examines the disease of AIDS
more than it examines the bereaved of those who will die or
already have died from AIDS.

Those with AIDS face a

stigmatized death while their companions are afflicted with
stigmatized grief.

According to Oerlemans-Bunn (1988),

survivors of persons who have died from AIDS are a
population of grievers who have "few guidelines for care,
few experts, no substantial body of research and few
resources to be consulted" (p. 476).

In addition, studies

on bereavement have identified the survivors as a
population at risk (e.g., Geis, Fuller,

& Rush, 1986;

Murphy & Perry, 1988; Oerlemans-Bunn, 1988; Pheifer &
Houseman, 1988).

Although the survivors experience grief

reactions common to any bereaved individual, experiencing a
stigmatized death from AIDS -may result in the development
of symptoms of physical distress and problems with
psychological and social adjustment that are not common in
"normative" grieving individuals.

While these hidden

grievers attempt to cope with their losses, Pheifer and
Houseman

( 19·88)

suggest there

is

a

potential

for

dysfunctional grieving due to the multiple high-risk
bereavement, factors.

The lack of specific knowledge about

persons experiencing an AIDS-related death prompted the
research question central to this study,

"What are the

bereavement experiences of male survivors who cared for a
partner with AIDS?"

3

Purpose and Specific Aims
The purpose of this research was to develop a theory
about the bereavement experiences of men who cared for a
male partner with AIDS.
include:

The specific aims for the study

(a) to describe the bereavement experiences of

men within the context of caring for a partner
(b)

wi~h

AIDS,

to explore extenuating factors that contribute to

complicating the bereavement process of men experiencing an
AIDS-related death, and (c) to generate a substantive
theory that explains the basic social process'that
survivors of partners with AIDS used to manage an
identified basic social psychological problem.

The

following research questions guided this study in
fulfilling,both its purpose and specific aims:
1.

What are the bereavement experiences of male

survivors whose partners contracted AIDS?
2.

How is bereavement impacted by the context of

caring for a partner with AIDS?
3.
process?
4.

What extenuating factors complicate the grieving
How are the adverse consequences described?
What specific strategies are described that help

or assist in managing AIDS-related bereavement?
These questions provided

s~veral

directions for

exploration and enhanced the discovery of the dimensions of
bereavement in this particular population of male grievers.
Of primary importance to this. study was the understanding
of the process of bereavement from the perspective of male

4

survivors who provided care to a partner dying from AIDS.
Grounded theory (Glaser & Strauss, 1967) was used to
explore the survivors'· bereavement experiences within the
context of their existence and to discover the strategies
helpful in managing AIDS-related bereavement.
theory approach

~llowed

The grounded

the discovery of concepts and

theory t·hrough analysis of the data.

An assumption

underlying grounded theory is that a basic social
psychological problem can be identified and that a basic
social process is revealed for managing the problem.
Assumptions
several
investigation.
1.

assumptions

were

made

prior

to

this

They were as follows:

Men whose male partners have died from AIDS

experience bereavement.
2.

Participants' grief experiences may begin prior to

the death of the partner.
3.

External and internal risk factors exist which may

affect bereavement outcomes.
4.

Participants experiencing bereavement from a

partner dying wit:h AIDS are at high...;risk for HIV infection.
5.

Qualitative methods

~re

valuable for taking into

account the social and behavioral nature of individuals'
lived bereavement experiences.
6.

Participants will openly and honestly share their

knowledge,

experiences, beliefs,

and perceptions about

themselves and the world with the researcher.

5

Limitations
The limitations potentially affecting the collection
and interpretation of the data for this proposed study were
as follows:
1.

The participants may respond in accordance with

social desirability.
2.

The participants may die or decide to leave the

study.
3.

The participants• pre-bereavement psychological

adjustment may affect their post-bereavement adjustment.
4.

Concurrent crises or.events in the l?articipants•

lives may· impact the bereavement process.
5.

The researcher's presence could affect the

situation.
Definition of Terms
For the purpose of this study, conceptual definitions
of terms will be presented initially in lieu of the
traditional operational definitionso

Data from the

survivors' exper.iences will provide the final explication
of

the

terms.

Several

concepts

commonly

used

interchangeably in the literature and in conversation
include be.reavement, grief,

~nd

mourning.

Although the

existing literature confounds the issue of the definitions
of these three concepts, there appears to be a growing
consensus on their meanings.

The following delineation of

the three concepts· represents this convergence on

6

definitions.

In addition,

the terms "partner" and

"survivor" are described.
1.

Bereavement represents the experiential state of

emotion, experience, changes, and conditions that one
endures.after realizing a loss (Sanders, 1989).

It is the

recovery process in toto that takes place as a result of
the actual or perceived loss.
2.

Grief represents the reactions or symptoms

experienced while in the state of bereavement.

It refers

to the complex, intense internal responses to all perceived
and felt
3.

lo~ses

(Dershimer, 1990).

Mourning represents the cui turally defined

expression of the bereaved individuals' thoughts and
feel-ings (Kastenba\.un, 1991).
4.

Partner refers to the male individual who has died

from AIDS or whose death is imminent.
5.

Survivor represents the partner's male companion

experiencing grief and bereavement who provided care for
the partner.
Significance for Nursing
Pheifer and Houseman

(1988)

exhorted the nursing

profession to engage in nursing research on bereavement in
AIDS and bereavement intervention with survivors.
(1988)

Jones

concluded that nurses are in a position to

facilitate effective preparatory grief work and viewed
psychiatric mental health nurses as particularly qualified
to become involved in interventions for survivors.

Durham

7

and Cohen (1987) acknowledged the nurse's role during the
bereavement

period~

Nurses can play an active role in

minimizing the negative effects of potential high-risk
bereavement factors.

Thus, the literature supports the

nurse's role in bereavement work, including AIDS-related
bereavement.

Because no substantial body of research

exists on survivors of persons who have died from AIDS, the
implications for nursing are considerable.

The concept of

AIDS-related bereavement is very relevant to nursing
science and is not a phenomenon to be researched solely by
the psychological or social sciences.
Refinement

of the phenomenon

of AIDS-related

bereavement as it relates to nursing could contribute
significantly to nursing's scientific body of knowledge and
produce new knowledge from which other disciplines could
draw.

If research on AIDS-related bereavement is conducted

and applied appropriately, it could describe and explain
other phenomena within the domain of nursing.

The

contribution to nursing science will be derived from
studying the phenomenon in the context of the interactions
between the nurse and the survivors· and their efforts to
deal with it.
The relevance of AIDS-related bereavement to ·nursing
research is enormous.

Until recently, little has been done

to investigate this relatively new population of grievers.
Likewise, little e.ffort has been exerted to provide greater
specificity and clarity to the uniqueness

of the

8

phenomenon.

The lack of consideration of bereavement has

occurred due to a stronger focus being placed on the
individuals with the human immunodeficiency virus (HIV)
disease than on the survivors of those who have died from
AIDS.

Nursing research could be a forerunner in providing

a body of knowledge through a thorough scientific
investigation.

This would provide better documentation and

refinement of those factors that place· particular
individuals or groups at high risk after the death of
someone close (Zisook, 1987).

Nurse researchers have the

opportunity to provide increased knowledge about high-risk
factors ·of AIDS-related bereavement.

In doing so, a

significant contribution to nursing's scientific knowledge
base could be made by not only providing the data needed to
identify the'high-risk individuals, but also devising
specific interventions to preclude or curtail certain
negative outcomes.

Such negative outcomes may include

developing symptoms like those of the deceased,
depressive reactions,

severe

lasting loss of previous social

interaction patterns, and self-destructive behaviors.
In addition to research, the relevance of

t~e

AIDS-

related bereavement concept to nursing practice is
important.
sleep,

Physical problems

( •• g.,

and appetite disturbances)

gastrointestinal,
and psychological

problems (e.g., withdrawal from the outer world, drug and
alcohol use, and abuse of self) could occur from a failure
to bring about a resolution of bereavement.

The occurrence

9

of these problems could have considerable economic
implications since many of the individuals will use a
disproportionate share of available health care resources.
The support services nurses can provide for the bereaved
could be a public health intervention strategy with
significant implications for public policy..

Nurses in

hospital settings could assist survivors of those who have
died from AIDS by helping them recognize what is expected
in a normal course of bereavement.

The communication

skills of nurses would facilitate the development of a
relationship that would permit the survivo'r' s expression of
feelings.
A further reason for nurses to be concerned with
meeting the needs of the new population of grievers is the
preventive aspect..

Prevention of the development of mental

andjor physical illness is a current nursing priority.
Therefore, nurses appear to be uniquely suited to intervene
with preventive measures to help the survivors of those who
have died, from AIDS.

They are in an excellent position to

clarify the phenomenon of AIDS-related bereavement and to
demonstrate the need for its consideration in the practice
setting.
summary
In Chapter 1 the research problem and the purpose of
the study have been discussed.
research along

wi~h

Questions to guide the

the assumptions and limitations were

introduced early in the chapter.

Several terms including

10

11

partner 11 and "survivor" were defined to add to the overall

clarity of the remaining presentation of the findings.

The

chapter concluded with a discussion of, the significance of
the study about AIDS-related bereavement for nursing
research and nursing practice.

CHAPTER 2
Related Literature/Conceptual Background
It was

the

intent

of

this

research

that

the

theoretical framework evolve from the data rather than
vice-versa.

The guiding concepts, namely bereavement,

grief, and mourning, provided structure for ·the study,as
they were conceptualized from the theoretical and research
literature .•
There is a paucity of literature related to the new
population of grievers whose partners have died from AIDS.
Thus, since most bereavement studies involve widows, the
following discussion will review several of those studies
to show some commonalities that are a part of any
bereavement experience.

The concepts of bereavement,

grief, and mourning were specifically delineated earlier
under the definition of terms; however, because numerous
authors use the terms interchangeably, the

follo~ing

discussion of the literature likewise will present them as
interchangeable.
Bereavement
Commonalities
Schowalter (1975) considered bereavement and grief as
the subjective state and observable reactions of a survivor
11

12
signifi~ant

of the decedent with whom a
existed.

relationship

Lindemann's (1944) classic study of 101 grieving

subjects defined grief as a definite syndrome with
psychological

and

somatic

symptomatology.

The

commonalities identified in the subjects were (a) somatic
disease,

(b) intense preoccupation with the image of the

deceased,

(c) guilt feelings,

(d) hostile feelings, and

(e) lack of capacity to initiate and maintain activity.
Bowlby (1961) described bereavement as divided into three
periods:

(a)

protest _and denial,.

disorganization, and (c)
Bowlby's (1961)

(b)

despair and

recovery and reorganization.

features identified as specific to the

bereavement experience were (a) the persistence of behavior
oriented toward the lost object,

(b)

hosti~ity

directed

toward others or the self, and (c.) a tendency to identify
with the lost object.
Freud

(1917/1977),

in Mourning and Melancholia,

identified four· distinguishing features of "normal"
mourning.
dejection,
objects,
f~om

They included

(a)

a profoundly painful

(b) the loss of capacity to adopt new love

(c) the inhibition of activity or turning away

activity not connected with thoughts of the loved

person, and (d) the loss of

i~terest

in the outside world

insofar as it does not recall the deceased.
with bereaved individuals in the
(1972)

u.s.

In a study

and Britain, Parkes

identified the following seven features most common

in the grief reactions:

13

1.

A process of realiz-ation in which the bereaved

moved from denial and avoidance to recognition and
acceptance of the loss.
2.

Physiological responses such as anxiety and

restlessness.
3.

An urge .to search for and find the lost person in

some form.
4.

Anger and guilt manifested in

outburst~

directed

toward those who urged the bereaved toward a premature
acceptance of the loss.
5.

Feelings of internal loss or mutilation.

6.

Adoption of traits, mannerisms, or symptoms of the

lost person.
7.

Pathological variants of grief in which ·the

reaction was excessive, prolonged, or inhibited.
Resolution
The resolution of bereavement, which Lindemann (1944)
termed "grief work," was believed to be dependent upon
three factors;
deceased,

(b)

(a)

adjustment to an environment when the

deceased no longer
relationships.

emancipation from bondage to the

existed~

Bowlby

and (c)

{1961)

formation of new

maintained resolution

depended upon the ability to (a) retain behaviors that were
reasonable, (b) maintain values and goals previously shared
with the deceased without compromising reality,
(c) relate to new objects.

and

Engel (1964) determined that

the existence of other meaning.ful relationships in the life

14

of the bereaved, the nature and number of previous losses,
and the physical and psychological health of the mourner
were factors affecting the bereavement process·.

Engel also

hypothesized that the more dependent the relationship
between the deceased and mourner, the more diffic.ult was
the task of resolving the loss.
Complications
Although most bereaved individuals work through and
resolve the grief process successfully, a significant
number of individuals experience morbid (Lindemann, 1944),
atypical
1976),

(Parkes, 1972), unresolved (DeVaul & Zisook,

pathological

(Sanders, 1989) grief.

(Volkan,

1972),

or complicated

Complicated grief is differentiated

from normal grief by degree, rather than by kind.

The

bereaved are thought to become fixated in a phase of
mourning, resulting in an exaggeration of the processes of
that phase.

Lindemann (1944) described two types of

complicated grief.

One type of reaction included

grief

feelings that surfaced months or years after the loss.
other type was

~

"distorted" grief

characterized by behaviors

that

reaction~

included

acquisition of physical symptoms associated
illness of the deceased,

The

It was
(a)

the

with~the

last

(b) overactivity without a sense

of loss, (c) intense hostility toward others connected with
the death, (d) psychosomatic illness, (e) social isolation,
(f) altered affective states resembling schizophrenia, and
(g)

severe depression with suicidal ideation.

Bowlby
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(1961) asserted that pathological grief resulted when the
bereaved continued to live as though the

d~ceased

were

present.
In a study by Maddison (1968), 132 widows were divided
into

groups

bereavement.

according to

resolved

and· unresolved

Those described as having "bad outcomes" were

those who experienced physical andjor mental deterioration,
who reported a high frequency of perceived unhelpful
interactions with others, and who experienced a large
number of unmet needs during the bereavement.

Maddison

also attributed the following factors to the development of
a "bad outcome" for a widow:
of age and having dependent

(a) being less than 45 years
ch~ldren;

pathological marital relationship;

(b) having had a

(c) having exhibited

evidence of a pre-existing overt neurosis;

(d) observing a

husband's protracted illness and death, particularly if
illness was associated with severe suffering andjor
disfigurement; (e) being aware of another family member's
pathological reaction to the death;

(f) experiencing a

disturbed relationship with the widow's mother or with her
late husband's family;

(g) experiencing additional crises

in the bereavement period;
deliberately; and (i)

(h) avoiding affect expression

having a long-continued reaction

formation against dependence.
Schwab, Chalmers, Conroy, Farris, and Markush's (1975)
study involved 45 relatives of decedents.

Unresolved grief

was more likely to occur when a very close -relationship

16

existed between the respondent and the decedent, where
social support was lac-king and friends and relatives were
not available to show concern and talk about the loss over
the extended period of time needed for grieving.
Duration
The time needed for grieving is only one criterion
that has been used to distinguish normal from abnormal
grief.

Ea~lier

studies have suggested a relatively short

period of time is required to settle an uncomplicated grief
reaction:

Lindemann (1944) suggested 4 to 6 weeks while

Engel (1961) spoke in terms of months.

Osterweis, Solomon,

and Green (1987) asserted that it is the quality and
quantity of reaction over time rather than the length of
time per se that determines what, is within normal
boundaries.

Zisook (1987) suggested that some aspects of

grief work may

nev~r

end for a significant proportion of

otherwise normal bereaved individuals.

Also Goin,

Burgoyne, and Goin (1979) spoke of "timeless" emotional
involvement or attachment with the deceased that represents
a healthy adaptation to the loss of a valued loved one.
The bereavement literature supports a shifting over several
decades in ideas concerning the length of the recovery
process.

Presently, there appears to remain considerable

variability regarding the time course of uncomplicated
bereavement.

However_, recent research efforts have focused

more on the issue of long-term recovery rather than on the
widely held belief that individuals will recover from a
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loss within a year or so (Lehman, Wortman, & Williams, 1987;
Zisook & Shucter, 1986; Parks & Weiss, 1983).
Time may also affect the outcome of the bereavement
process in terms of the length of the deceased person's
illness.

Gerber, Rusalem, Hannon, Battin, and Arkin (1975)

determined in a study of widows that a widow surviving the
last~ng

death of a spouse after an illness

longer than 6

months placed the individual at greater risk for depression
and a poorer quality of life,during the bereavement period.
Social Support
In addition to the time factor,

studies have shown

that social suppor·t is a significant factor influencing the
outcome of bereavement.

Schwab et al.

(1975) concluded

that the lack of social support was a significant factor in
the·occurrence of unresolved grief.

Vachon et al.

(1982a)

and Broadhead et al. (1983) suggested that perceived social
support is the best replicated predictor of.psychosocial
adjustment.

A perception of little social support is

associated with increased distress during the bereavement
period

(Vachon et

al.,

1982a).

Shanfield

( 1981)

acknowledged the survivors of decedents to be at risk for
decline in the quality of life if sustained support of
family and friends was unavailable due to distance between
them.

Blackman and Goldstein

(1968)

observed that

individuals with fewer available support persons manifested
more psychological symptomatology •. They concluded that the
failure of individuals to participate in the exchange of
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emotional support and service with others "increases the
probability that disability will result from a given amount
of stress because no support will. be available"

(p. 85).

For those who experience normal reactions and who are not
seen as being at particularly high risk .for adverse
consequerices of bereavement, Osterweis et al.

(1987).

concluded that the support of family and friends, perhaps
augmented by some type of mutual support intervention, will
generally be sufficient.
stress and Influence on Health
Researchers have documented the death of a spouse as a
stressor of great magnitude (e.g., Clayton, Halikes,
&"Parkes,

&

Maurice,

1971; Glick, Weiss,

1974; Helsing,

Comstock,

& Szklo, 1982; Parkes,. 1972; . Par·kes & Weiss,

1983; Raphael, 1984; Stroebe & Stroebe, 1983; Vachon et
al., 1982b).

Holmes and Rahe .(1967.) considered it t;he most

stressful event possible because of the degree of social
readjustment required.

Sanders (1989) identified the loss

of a loved one as an inordinate stress, which has physical,
mental, and emotional ramifications.

Dohrenwend and

Dohrenwend (1974) referred to death of a loved one as a
stimulus or stressful life event because of the disruption
of one's usual activities and the requirement for
readjustment in the individual's behavioro

This commonly

used stress..;.stimulus approach in conceptualizing between
stress and bodily illness.

For example, Rahe, Meyer,

Smith, Kjaerg, and Holmes (1964) stated:
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These psychophysiological studies indicate that
naturally occurring and experimentally

induc~d

life

situations, which threaten the security of the
individual and .evoke attempts at adaptive behavior,
also evoke significant alterations in the function of.
most bodily tissues,

organs and systems.

These

physiological changes in their turn will lead to a
lowering of the body's responses to disease.

The

greater the magnitude of such life changes,

the

greater the risk of acquiring an illness of a serious
nature. (p. 42)
Researchers (e.g. , Bartrop, Luckhurst, Laj a.rus, Kiloh,

&

Penny, 1977; Paulley, 1984) have provided evidence that
stress is connected to a weakening of those parts of the
immune system responsible for providing resistance to
different types of infectious diseases.
Dohrenwend an·d Dohrenwend (1_980) stated, "clinical and
epidemiologic research suggests that stressful life events
are causally implicated in a variety of undesirable effects
on functioning and health" (p. 1) .. In the findings of the
Harvard Study (Brown & Parkes, 1972) with 49 widows, it was
shown that

in the

first

deterioration did occur.

year· of widowhood health

There was a reported increase in

disturbances of sleep, appetite, weight, and consumption of
tranquilizers,

tobacco.,

and alcohol.

The evidence

supported bereavement as a major hazard to the health of
the surviving spouse.

In addition to the health
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consequences,
evidenc~

other researchers reported considerable

to sug~est that bereavement is a

factor in

increased mortality (Jacobs & Ostfeld, 1977; Parkes, 1972).
A thorough overview of the literature on mortality and
illness risks following bereavement is given by Stroebe and
Stroebe (1983).

Additional studies have shown the loss of

a spouse to result in increased· illness behavior with
increased visits to physicians (Shanfield, 1981).
et al.

Gerber

(1975) observed as much as a threefold increase in

hospitalization during the first year following a loss.
Researchers utilize various models to explain the
effects of stress upon the body.

One framework is

Fredrick's (1976-1977) physiological-endocrine model.

It

has been utilized also to explain the effects of the stress
of prolonged grief upon the body.

Fredrick hypothesized

that grief results in an increased .release of ACTH from the
pituitary.
and

is

Thus,

followed

corticosteroids.

stimulation of the adrenal cortex occurs
by

the

release

or

activation

of

The increase in corticosteroids results

in a depression of the immune system.

Consequently, with

the occurrence of prolonged grief and the sustained high
activity of the corticosteroids, the immune protective
process is further suppressed, resulting in diseases such
as infection or malignancy.

Moreover, other studies have

provided support for the concept of immune suppression and
its relation to grief.

Stein (1981), in a study on the

effect of conjugal bereavement in men whose wives had
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advanced

cancer~

found a

significant suppression of

lymphocytes a month or two after the wives• deaths as a
possible direct consequence of bereavemento
In conjunction with bereavement as a stressor with
potentially significant influences on biological functions,
there are specific types of emotional responses

(viz.,

hopelessness, helplessness, and depression) that affect
human functioning.

Researchers have devoted much time to

studying depre-ssion as one consequence of bereavement.
example,

Bowlby's

(1980)

and Beck's

(1967)

For

~tudies

supported the idea that in the etiology of reactive
depressive disorders, stressful experiences, especially
experiences of ext.ernal loss, were significant factors.
Although

it

is difficult to draw conclusions

concerning bereavement and grief and the emotional
responses' direct effects on disease, the extremity of
grief as a major stressor cannot be overlooked.

Research

findings have consistently shown increased morbidity and
mortality in the bereavement period of widows and widowers.
If these findings remain true for the bereft survivors of
persons with AIDS, then the implications for prevention are
extremely important.
Anticipatory Bereavement
Anticipatory bereavement is a phenomenon that affects
the patient, family members, and significant others.
Lindemann (1944) was the first to label the phenomenon as
anticipatory grief while caring for the acutely bereft.
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Weisman (1974) referred to anticipatory grief as the first
stage of bereavement and defined it as the mourning for an
impending loss of a ·loved one that begins well before the
actual death.

However, Gerber· (1974) viewed the concept of

anticipatory grief as being too restrictive in application,
particula-rly when a differentiation between bereavement as
the state of loss and grief as the
pain was maintained.

respons~

of emotional

Gerber (1974) concluded, to 'prepare

for a loved one's death included more than an emotional
component.

It also encompassed a social component.

For

this reason, the _concept of anticipatory bereavement was
introduced by Gerber (1974) as
takes

11

less restrictive because it

into account both the

emotional

and

social

characteristics of preparing for a death" (p. 28).
Anticipatory

ber~avement

into the bereaved role.

is a time for socialization

It allows those facing the

impendirtg loss to prepare themselves both socially and
emotionally for that role.

Although this research study

adhered to Gerber's use of terminology in labeling the premourning behavior, i.e., anticipatory bereavement in lieu
of anticipatory
latter

grief~

other authors• comments about the

will be included.

Knott and Wild (1986). concluded that the individual
who is anticipating the death of a loved one has a need
both to separate from the painful event and at the same
time be involved with the dying person.
separate, there is the risk of

11

If one does not

losing the context for
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one's own life;" and,

if one does not remain involved,

there is the risk of "losing connection with that life
before it is over" (pp. 58-59).
Rando (1986) concluded that three variables influence
anticipatory grief: (a) psychological factors,
factors,

and (c) physiological factors.

(b)

~ocial

Only with the

consideration of these variables can grief be properly
understood and evaluated.

In addition, Rando (1986)

identified three categories of interrelated processes that
may

occur

in

anticipatory

intrapsychic processes,

(b)

grief:

(a)

individual

interactional proces•es with

the dying patient, and (c) familial and social processes.
These processes are capable of supporting·continuous
involvement with the dying patient, thus discounting the
idea that anticipatory grief should ·"eventuate in premature
decathexis from the dying loved one" (.p. 34).
The research literature supports the premise that the
period of anticipatory bereavement can impact bereavement
adjustment of survivors following the death of a loved one.
Knott and Wild (1986) concluded that antici-patory grief
does appear to have a beneficial effect on bereavement
outcomes.

Other researchers have agreed that

s~ecific

amounts of anticipatory grieving are associated with fewer
atypical grief responses after a death (e.g., Fulton, 1978;
Lebow,

1976; Rando,

1983).

However,

Gerber

(1974)

described anticipatory bereavement as a time that may·
involve less than positive characteristics.

For example,
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problems may arise when an individual's assessment of what
lies ahead turns out to be inaccurate.

The individual who

received false promises of support and security may
experience great difficulty in resolving hisjher loss when
fulfillment of those expected promises does not happene
Moreover, Gerber concluded that the emotional strain
experienced prior to death, the changes in lite style as a
result oithe final loss, and not knowing what the bereaved
-role expectations are,

may result in anticipatory

bereavement harboring "seeds for future problems" (p. 29).
Parallels Between Conventional Bereavement and AIDS-Related
Bereavement
The literature has shown the psychosocial and physical
reactions

as~ociated

with the ·bereavement experience

primarily in studies directed toward the widows of the
deceased.
for other

These studies are
ber~aved

into the "widow"

impor~ant

in drawing parallels

individuals that may not precisely fall
c.lassific~tion.

For example,

some

parallels· may be drawn with the group of survivors who have
lost a partner to AIDS and who constitute a relatively new
populat.ion

of

grievers.

Because

of

the

intense

concentration on the needs and problems of those dying from
AIDS, emphasis on the needs and problems of those who are
living have been neglected.

The paucity of the literature

on AIDS-related grief is a statement of this neglect.
Without question, the survivors of those who have died
from AIDS experience the common grief reactions identified
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earlier in the studies of Lindemann (1944), Bowlby (1961),
Freud (1917/1961), and Parkes (1972).

For example, in a

group of gay partners whose lovers died of AIDS, OerlemansBunn

(1988)

observed the reactions of guilt,

anger,

hostility, preoccupat-ion with the image of the deceased,
identification with the
activity.

deceased~

and the inhibition of

However, the problems of loss and grief that are

present in the general population

~re

survivors of AIDS-related deaths.

Common reactions such as

often compounded for

identification with the deceased· and
high~risk

stres~

may become

bereavement factors with the potential of

dysfunctional grieving, assuming that pathological grieving
is

differ~ntiated

from normal

g~ieving

by degree rather

than by kind.
Identificat.i·on.

It has been suggested that the

identification phenomenon with the deceased is a normal
part of grieving

(Bowlby,

Lindemann, 1944; Parkes, 1972).

1.961;

Freud,

1917/1961;

However, Lindemann (1944)

noted that it is a characteristic that borders on the
pathologic.

In AIDS-related deaths, it is more difficult

for the identi.fication

proce~s

to be normally transient.

The fear of developing the disease from previous exposure
to the partner

is a

constant reality

reinforcing

identification with the deceased by bereaved survivors of
men who have died from AIDS.

Failure to detect and deal

with the identification problem early may easily result in
"grief-related facsimile illness," an experiencing of the
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signs and symptoms of the illness of the deceased (Zisook,
1987, p. 30-) •

According to Lindemann ( 1944 )·,

there

11

is

the appearance of traits of the deceased in the behavior of
the bereaved, especially symptoms shown during
illness •

• a preoccupation with symptoms •

displaced to their own bodies •
141-142).

(pp~

last

t~e
e

now

• by identification"

The fear or unfounded belief that one has

the disease easily complicates the grief work in that
before the initial loss is resolved, anticipatory grieving
for the survivor begins.

The unresolved grief easily

compounds the risk status, and, according to Oerlemans-Bunn
(1988), it may bring about heightened susceptibility to
infection as well as exacerbation of other disease
processes, including the human immunodeficiency virus in
those who are positive.
-Major Stressors.
drawn

~ith

Although there is a parallel to be

the general population, the responses from the

stress of bereavement may be compounded for survivors of
AIDS-related deaths.

Concurrent stressors are more apt to

be present within this population.

For example, the

survivors of ·AIDS decedents live with pressures that may
exceed those of other survivors.

Geis et al.

(1986) noted

that in addition to the grief commonalities that each
survivor experiences, there are the "problems of stigma and
homophobia that face gay men in general" (p. 44).
and Kiecolt-Glaser (1988)

Glaser

concluded that the high-risk

population for AIDS such as homosexual men may experience
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more psychological stress as a group because of societal
pressures.

Solomon and Temoshok

(1987)

stated the

following:
Gay men are particularly subject to the stress of
societal homophobia, which is internalized in some
individuals to the detriment of self-esteem •••• [T] o
the extent that these stresses are immunosuppressive,
then they are involved in the increased vulnerability
of these groups to AIDS over and beyond what.may be
accounted for by increased opportunity for exposure to
the HIV virus andjor by drug or spermatozoa induced
immunosuppression. (p. 292)
In addition to the major debilitating stressor of stigma,
the concurrent stressors of·youth and decreased social
support may place the gay survivor of an AIDS-related death
in a more vulnerable position than the "normal" 9rieving
population.

These stressors will be discussed more fully

under the ·topics of age factors and support systems.
Nature of -the.RE7lationship.

An influential factor in

the grief process is the nature of the relationship of the
survivor to the decedent.

Schwab et al.

(1975) consider it

the most consistent factor corresponding with the intensity
of grief.

Adle~,

Beiser, Cole, Johnston, and Krant (1975)

suggested the course of bereavemen.t is affected by the
nature of the relationship to the· deceased.

Also Zisook

(1987) concluded that chronic mourning is more likely due to

a close relationship between the bereaved and the deceased.
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Herein lies a two-fold problem with the gay survivors of
partners with AIDS.

In addition to the existence of a

close relationship suggesting greater grief reaction, there
may be the

p~oblem

of the usual support provided the

bereaved beinq lessened.

Murphy and Perry (1988) suqqested

this lessened support is due to others' denial of the
importance of the deceased partner to the lover and to
society's failure "to recognize what frequently is a
spousal relationship deserving acknowledgment"

(p. 452).

The close gay relationship becomes a high-risk factor in
the bereavement process because i t is unrecognized and
unaccepted by soc-iety.
Support System.

Another factor affecting the course

of bereavement is the strength or weakness of one's support
system

(Adler et al., · 197 5) .

Schwab et al.

( 197 5)

concluded that unresolved grief is more apt to occur where
social support is.lacking.

The survivors of AIDS-related

deaths "frequently lack the usual support and sympathy
extended to grieving persons"
p. 454).

(Murphy & Perry, 1988,

According to Pheifer and Houseman (1988), the

"survivors may perceive no support to facilitate mourning
their loss or expressed feelings associated with this
bereavement" (p. 22).

A perception of_no support is a

significant high-risk factor associated with increased
distress during the bereavement (Parkes, 1972; R·aphael,
1984).

Levy (1988)

found that "based on the weight of

evidence, the quality of perceived social support may play
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an important Jrole in host vulner.ability to stress and,
hence, disease risk" (p. 235).

There are numerous reasons

for lack of a support system including those originating
from the survivor ·as well as those coming from the would..;..be
supporters.
The "unspeakable nat·ure" of AIDS-related grief
(Oerlemans-Bunn, 1988, p. 474) is an influential factor for
some of the survivors.

They may choose to avoid outside

support due to fear of rej-ection ·if they speak of their
grief

ov~r

the

AIDS~related

death of their gay partner.

Some surv.i vors a·re afraid of society • s censure and feel
ashamed, guilty,

or embarrassed because of their loved

one's diagnosis.

"Harboring 'the secret,• being unable to

talk about what is really on their minds,

hampers

resolution O·f the grief and compounds the agony" of not
only the surviving companion but of other supporters as
well (Murphy & Perry, 1988, p. 457).

Moreover, the social

stigma associated with AIDS and the censure of the gay
relationship by much of society's political, judicial, and
religious estab.lishment encou1;ages. withdrawal from seeking
support services.

In addition, Oerlemans-Bunn (1988) added

that experience. with the survivors has shown anger at the
stigma that both gay and straight communities attach to
AIDS.

In turn,

resolution of AIDS-related grief is

jeopardiz.ed because of its "unspeakable nature.

11

Jones

(1988) concluded .that because of the absence of support
networks homosexuals are forced to suppress their grief

30

process.

Murphy

~nd

Perry (1988) also noted that censure

directed toward the gay community is a c.ontributor to the
"hidden griever" concept.

A society which is uneasy with

gay relationships and fails to recognize the relationships
as legitimate, hardly will be sought after as a support
mechanism.

The survivors may isolate themselves from the

decedent 1 s immediate family who demons·trates unsupportive
behavior during the course of the illness.

The social

stigma and negative attitudes attached to AIDS cause some
survivors to mask their grief.

The survivors.may isolate

themselves from their own gay community due to the social
stigma, rejection; fears, and negative attitudes attac,hed
to AIDS.

They may find difficulty in feeling free to

express to others that their partners succumbed to AIDS.
Also,

there may be the need

~o

hide their sexual

orientation from others in the family or at their place of
employment.

In doing so, Oer.lemans-Bunn (1988) suggested

that a demonstration of grief is limited to the death of a
friend rather than to a long-term partner.

The suppression

of normal emotions places the bereaved at risk for
increased

11

psychiat~ic

(Zisook, 1987,

distress and illness behavior"

p. 105).

In addition there are attitudes originating from the
would-be supporters that hamper their availability for
support.

Some are ashamed to acknowledge their ties with

survivors of persons with AIDS because of their prejudices
toward homosexuals or drug abusers.

Others• fears and lack
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of knowledge about the disease result in withdrawal of any
support. that would require a close association with the
individual, thus enhancing the hidden griever reaction.
Although the 1itera.ture is limited regarding bereavement
and AIDS, there is recognition of the problem of inadequate
social support.for the survivors of AIDS-related deaths.
Identification of this high-risk factor early in the
bereavement process may thwart a tendency toward unresolved
grief.
Age Factor.

Another potential h-igh-risk factor that

is significant to AIDS-related grief is the youth of both
the decedent and the surviving partner.

Murphy and Perry

suggested that the issues of AIDS bereavement are

(1988)

the same as those encountered by any bereaved individual,
but a distinct difference resides in the youth factor.
Surviving partners of the young decedent not only must
grieve for an untimely death (Geis et al., 1986) but also
must deal with their own mortal.i ty, a task which is not
age-appropriate for a 20 to 35 year-old (Murphy & Perry,
1988)

o

As a result, they are more vulnerable to the

consequences of stress due t6 their lack of exposure to
major life events.

Fiske (1982) stated the following:

Persons who have experienced little stress have more
limited perspectives on themselves •.. and fewer inner
and outer resources.

Unlike people who· have had a

great many stressful experiences, they have long since

32

adopted lifestyles that protect them from stress.
(p. 533)

The inability of the young surviving partners to
protect

themselves

from

stress

increases

their

vulnerability to illness and prolongs the stress.

The

effect of the age factor on AIDS-related grief apparently
has neither been researched nor rep·orted in the literatureo
However, possible correlations may be made with findings
from studies that include the· age of bereaved widows as a
factor in grief reaction and resolution.
the Harvard Study (Brown & Parkes, 1972)

The findings of
suppor~ed

the

theory that health deterioration does occur in the first
i~

year of widowhood and that
widows.
age.

is more .prominent in.younger

The study included 49 widows under 45 years of

Blanchard, Blanchard, and Becker (1976) agreed that

depressive
widows.

symtoma~ology

was more pronounced in younger

Blanchard et al. (1976) examined the patterns of

abatement of depression in a group of widows under 45 years
and measured 20 symptoms of depression.

Maddison (1968)

examined 132 young and middle-aged'widows for. satisfactory
and unsatisfactory resolution of bereavement.

Several

factors were attributed to the development of "bad
outcomes" for widows, among which was the factor of being
less than 45 years of age.

The relationship between the

"bad outcomes" and age.of the widow was significant for
younger widows (R

<

.05).
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The s-igni-fica-nce of age in these studies at least
provides a rationale for considering age an important issue
in.grief outcome.

Consideration of age as· a ~igh-risk

bereavement factor may be appropriate for survivors of
partners with AI·DS who are often very young and have not
had prior experience in grieving a significant loss.
It is important to consider the foregoing risk factors
as predisposing the survivors to many psychosocial
difficulties which would inhibit normal, healthy grieving.
In doing so, a framework is established in which one can
identify high-risk individuals sooner and implement
appropriate intervention measures.
It is clear from the foregoing discussion that a
substantial body of theoretical literature· exists that
conceptualizes bereavement psychosocially and biologically.
Although these individual approaches have contrib_uted to
the evolution of the bereavement concept,

research~

confounded the issue of directions for future
Sanders'

they have

(1989) more recent theory, the Integrative

Theory of Bereavement, builds on earlier theories and
offers much promise in explaining the behavior/reactions of
the bereaved.

The theory incorporates the premorbid

characteristics of the bereaved in order to explain their
reactions.
external

The theory denotes the interaction of both
(e.g.,

social

socioeconomic status,
mediat~rs

suppo~t,

stigmatic

and religiosity)

death,

and internal

(e.g., age, gender, personality,

and health)
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during the bereavement experience.

The interaction of the

mediator variables during bereavement is thought to be a
factor significantly affecting outcomes.

Sanders (1989)

identified three general possibilities that occur: "The
bereaved (1) determine to go on with life in a new way,
(2) decide not to make change and to live •as if' the
deceased were simply away for the moment, or (3) become
subjected to the complications that arise and become ill or
die" (p. 38).

The Integrative Theory includes five phases

of the grief proc•ss that are non-linear in progression.
These phases include:

(a) shock,

(c) conservation-withdrawal,

(b) awareness of loss,

(d) healing, and (e) renewal.

According to Sanders (1989), each. of the five phases has
three levels that are represented by the emotional,
biological, and social components· of functioning. In the
third phase of the process the griever makes a decision to
survive and begin a new life or to remain in continuous
bereavement and perhaps beco.me ill or die ..
Sanders• Integrative Theory, with its basic assumption
that there are interactive effects of both internal and
extern~!

mediator variables during the bereavement

experience,

lends support to this study's naturalistic

approach in investigating bereavement experiences.
Kastenbaum (1991), in studying Sanders• theory, concluded
that in understanding the nature of bereavement, "it
remains for each of us to

~e

sensitive to the unique

personalities of the particular bereaved people we
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encount~r

{p.

269).

rather than to apply a rigid, formulated approach"
The

t~eory

sets forth the uniqueness of the

individual as.an important factor which emerges in regard
to the course of bereavement and supports the idea that the
context of the situation must be considered to gain a full
understanding of the bereavement experience.
Although there is substantial research literature on
bereavem~nt,

there are few·studies which address the

bereavement experiences of male survivors of an AIDSrelated death.

Undoubtedly, parallels can be drawn from

the literature that is available,

however,

specific

research into the AIDS-related bereavement experience,
identification of factors complicating the experience,
strategies for managing the experience, and the experience
in the context of caregiving is clearly needed.
Summary
Chapter 2 has provided insights from the theoretical
and research literature regarding a major concept of this
study, bereavement.

The discussion of bereavement ranged

from its commonalities to its complications and resolution.
In addition, parallels were drawn between conventional
bereavement and AIDS-related bereavement.

The chapter

concludes with the presentation of a current ·theory that
has the potential of reducing many of the confounding
issues that previous theories have created for the
researcher.

Since Sanders'

Integrative Theory of

Bereavement considers the uniqueness of the individual and
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the context o,f the situation, it has been presented as a
promising framework for understanding the bereavement
experience.
In conclusion, all aspects of the bereavement concept,
whether

biologi~al,

psychological,

sociological,

cultural in nature, are considered important.

or

Therefore,

the discussion of the bereavement literature in this
chapter has been all inclusive.

CHAPTER 3
Methodology
This chapter ·will describe the research approach that
was used to study the bereavement experiences of male
survivors

o.f

partners

with

AIDS.

Following

the

introduction to the design of the study, an overview· of the
grounded theory method will be presented.

The chapter will

address the specific procedures used in. the study:
(a)

sampling,

(cb)

informed consent,

and (d) data analysis.

(c) data collection,

The final discussion will focus on

the criteria of rigor for the investigation.

Terminology

that is appropriate for qualitative research will be used.
Study Design
A field research design was used to investigate and
uncover the nature of individual experiences with the
phenomenon of bereavement.

Because qualitative methods are

used to understand what lies behind a phenomenon about
which little is known and to give finite details of
phenomena that are difficult to set forth with. quantitative
methods (Strau$s & Corbin, 1990), it was appropriate to
apply a qualitative methodology to this study.

More

specifically, grounded theory was the type of qualitative
research used to promote ~he discovery of an inductively
37
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derived theot"y frQm the ex;plorat.ion of the phenomenon of
bereavement.
Grounded Theory
The grounded theory method (Glaser & Strauss, 1967) is
used to systematically collect, compare, analyze, and
conceptualize coded

data~

Its purpose is to

dev~lop

an

inductively derived theory that is faithful to and
illuminates the area under study (Strauss & Corbin, 1990).
Grounded theory .is based upon Mead's (1934)
interactionist view of human behavior.
Chenitz

symbolic

According to

(1986), grounded theorists use this symbolic

interactionist perspective as a framework for theoretical
orientation.

However, Chenitz (1986) clearly noted that

·"since the purpose of grounded theory is to generate theory
from

res~arch

data, .the use of symbolic interaction as an

orientation is different from the use of theory in research
that is aimed at theory testing" (p. 46).
Symbolic interaction involves people

cre~ting

shared

meanings through their interaction and those meanings
becoming their reality (Patton, 1990).

Charon (1989)

stated, "the central principle of symbolic interactionism
is that we can understand what is going on only if we
understand what the actors themselves believe about their
world" (p. 182).

Blumer (1969) set forth three premises of

symbolic interactionism: (a) Human beings act toward things
on the basis of the meanings that the things have for them;
(b) the meaning of such things is derived from, or out of,
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the social interaction that one has with one's fellows; and
(c) these meanings are handled in, and modified through, an
interpretative process used by the person in dealing with
the things he or she encounters.
Thus,

in researching the bereavement experiences of

survivors, their behavior must be observed in interaction
as it takes place in natural settings (Chenitz & swanson,
1986).

To understand behavior as the participant

understands it, the researcher

mus~

take on the role of the

other (Cha·ron, 1989) and understand the world from the
participant's viewpoint.
participant

in

the

.The -researcher becomes a

world

and

an

observer

of

participants in that world (Chenitz & Swanson, 1986).

the
As a

result, meanings are given to those behaviors.

These

meanings in turn dictate the researcher's response.

Thus,

grounded theory and its symbolic interactionism perspective
enabled the

resea-rcher to

study the behavior and

interaction of survivors in the complex situation of AIDSrelated bereavement.

It also

enab~ed

the researcher to

systematically derive a theory that illuminates those
behaviors, to provide an understanding of the basic social
problems that emerged, and to explicate the basic social
processes· for managing the problems.
Human Subjects
Sample
The target population consisted of bereaved gay male
survivors who cared for a male partner who died from AIDSo
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The ages of the participants were projected to ·range between
20 to 40 years.

Due to the nature of a grounded theory

study, it was difficult to determine precisely

th~

number

of participants in the study until saturation of the
categories occurred.

However, 10 to 15 individuals were

expected to participate.

There were no exclusion criteria

for ethnic background.

Each survivor had to have been

living with the partner near the time of the death.
Sampling Procedure
Data collection was guided by.theoretical sampling, a
strategy used in grounded theory study.

More specifically,

theoretical sampling included the selection of. participants
according to the needs of the study (Morse, 1991), that is,
the need to examine concepts or categories more fully to
assure that representativeness in the category existed
(Chenitz & Swanson, 1986).

With on-going analysis, those

concepts deemed significant because of their occurrence in
the study directed the selection of the next participant
for the study.

As the study progressed, those participants

with specific knowledge, specifically those with knowledge
of the concepts that provided "theo.retical relevance to the
evolving theory"
deliberate~y

(Strauss & Corbin,

were sought.

1990,

p.

176),

Those participants.who were not

"good" i·nformants, that is, who were not articulate,
reflective, and willing to share with the interviewer
(Morse, 1991) were eliminated from the study.
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Potential participants were to be referred to the
investigator through members of various AIDS task forces,
support groups, social workers, hospice chaplains, media
advertisements (.see Appendix A), and through network
sampling procedures once data collection was in progress.
The referring !ndividuals made initial contact with only
those suitable individuals who indicated that their partner
had died of AIDS or whose partner was currently in the
final stages of the disease.

This initial contact was made

for the purpose of obtaining the participants' willingness
to be contacted by the investigator.

Subsequently, if the

individuals agreed to participate through the re£erring
persons,

then the investigator contacted potential

participants and arranged for the interview at a mutually
agreed upon place and time.
Consent Procedure
The Human Assurance Committee (HAC) of the Medical
College of Georgia was asked for approval of the proposed
study by the investigator submitting modifications to an
earlier study entitled, "Grief Reactions of the Bereaved to
a Lover/Partner's AIDS-Related Death: A Preliminary Study."
The project was granted continuation approval by the HAC
through

November,

1992

after

a

full

review

(see

Appendix B) •
Potential participants received an oral overview of
the study by the investigator.

The participants were

assured of confidentiality by explaining that their
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identity would be known only to the researcher.

Interviews

were tape-recorded and subseq-uently transcribed.

The

interview transc-ripts were coded with a number and kept
separate f,rom the informed consent forms.

Audio-tapes were

erased at the completion of the project.

The agreement to

voluntarily participate in the interview and to be audiotaped or not to be audio-taped ·was
informed ·consent form (see Appendix C).

specif~ed

in the

Each participant

was asked to give a verbal consent and initial an informed
consent form to participate in the study.
The -potential

risks to participants

appeared

reasonable in relation to anticipated benefits.

The

participants at no time were exposed to physical harm or
additional psychological risks from talking about the
issues.

They were informed at the beginning of the

interview process that the only J?Otential psychological
risk that may occur would be a feeling of discomfort or
distress due to the nature of_the questions, although such
a possibility was remote.

To minimize risks,

the

participants were told that they did not have to answer
questions or talk about some issues if they
uncomfortable.

felt

The investigator's psychiatric nursing

background was

b~neficial

in recognizing signs of

psychological distress and provided the skills necessary to
recognize the appropriate time to stop the interview
process.

Also,

maintainin~

confidentiality significantly

reduced any potential risks of this type of study.

If the
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investigator determined that the participants evidenced a
need for counseling, referrals would be made to appropriate
resources in. order that the informa.nts could receive
additional help .•
There we-re potential benefits to the participants in
having the opportunity to express their needs and problems.
The opportunity to· discuss one's loss generally facilitates
working through the grief process.

In addition, the

individuals' participation in the study added to the
development of new knowledge relevant to the, nature of the
bereavement experiences of this special group of grievers.
Data Collection
As the sole collector of data for this study, the
investigator assumed the observer-as-participant role·.
This role required more formal observation and diminished
the risk of over-involvement in the setting.
lessened intrusion,

conveyed interest,

meaningful data ·(wilson, 1989)o
participant +ole,

It also

and provided

In the observer-as-

written notes which incorporated

observations regarding behaviors, the context of the
situation,

and the environment.were made during and

following each interview.

These notes were triangulated

with the interview data during. the memoing process.
Interviews were conducted in the homes of the
participants or at locations convenient for them.
participants were interviewed at
hours to 2.5 hours.

~east

All

one time for 1.5

However, as the study progressed,
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validation of the data required- several individuals to be
interviewed two to three times.

Allowing the participants

to check ·the researcher's analysis of the data on a second
and third interview provided increased accuracy of
interpretation.

An interview guide with semi-structured

questions.was· used to insure consistency of topics
participants.

ac~oss

In addition, the semi-structured questions

allowed for deviation from the questions,

yet provided

enough structure early in the interviews that the pertinent
themes were introduced and questions framed to pursue the
development of the theme

(Swanson,

1986).

Once the

questions were presented, an open-ended approach was taken
which allowed the participants to talk until they told all
they knew or wanted to say about the topic.

All questions

were structured to allow ample opportunity for participants
to express their views in their own words and phrases.
Specific questions were used to obtain selected demographic
information.
Gorden • s

( 1_97_5) funnel approach in gathering data was

employed to elicit responses from the participants.

Using

the funnel approach, the inte·rviews began with general or
conversation-like questions that related to the bereavement
experience of the gay male

individuals~

Because the aata

guided the evolvement of theory, the funnel

t
ap~roach

allowed a move from broad questions to more

sp~cific

questions to facilitate the theory development.

Examples

of early interview questions are included in Appendix D.
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All interviews were tape-re6orded and. transcribed
verbatim.

Tapes and transcripts were compared by the

investigator for accuracy of the transcription process.
Data Analysis
A basic assumption of the grounded theory method was
used

in

this

study,

psychological probtem(s)

i.e.,

that

the

basic

social

(BSPPs) will emerge from the

d~ta.

The BSPP is a problem that is identified in the data and
which is experienced by the sample members.

According to

Hutchinson (1986), the problem is. shared by those in the
sample, but may or may not be expressed in the data.
Another assumption of grounded. theory used in :this study is
the requirement for the discovery of a core variable, or
basic social process (BSP), to explain how the problem
(BSPP) is
1989).

manag~d

or resolved and what is going on (Wilson,

According to Fagerhaugh (1986), the BSP accounts

-"for process--change, which occurs over time.
gerund ( 1 ing 1 )

•

A BSP is a

[and] gerunds suggest movement and

change, or process, over time" (p. 135).
Each interview, prior to its analysis and after the
transcription, was entered into a c_omputer via the software
program, The Ethnograph (Seidel, Kjolseth,
1988).

& Seymour,

The analysis and collection of the data occurred

simult~neously.

The constant comparative method was used

as the researcher looked for underlying patterns in the
data:

"Incident is compared with incident, incident with

category, and, finally category with category or construct
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with construct" (Hutchinson, 1986, p. 197).

Initially, the

analysis focused on the identification of a BSPP and the
BSP.

Each phrase, line, and paragraph was analyzed to

determine the first level substantive codes.

Substantive

codes which symbolize an event or process are so named
because they name or describe the data from which they are
derived (Stern & Pyles, 1985).

Often the exact words of

the participants were used and recorded in the margin
opposite ·their indicators in the data.

As the first level

substantive codes were compared with each other and
interpreted according to their relationships, they were
collapsed· into categories.

Categories are second level

codes that elevate the data
(Hutchinson, 1986).

t~

a more abstract level

Third level codes were derived by

determining how the second level categories were related to
one another and by reducirtg the categories into broader
theoretical constructs or core variables.

Theoretical

saturation of the codes occurred when the analysis of
additional data revealed no new information or ideas about
the codes or categories.

"Saturation of categories means

that the major recurring patterns have been discovered"
(Wilson, 1989, p. 485).
Glaser's

(1978)

18 families of theoretical codes

enable the researcher to ask questions about the categories
and to develop theoretical links between them.

In this

study, Glaser's (1978) "6 C's" family of theoretical codes
was used not only to develop the theoretical links but also
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to identify and clarify the core variable and to discover a
theoretical process.

The

11

6 C's" included questions about

causes, contexts, contingencies, consequences, covariances,
and conditions.

For example, the researcher asked, "What

is the cause for. this bereavement behavior?" or "In what
context does this behavior occur?"
Memoing was used to capture in writing ideas about the
codes and categories and their relationships
Pyles, 1985).

(Stern &

Also, at this point the notes taken in the

field were triangulated with the interview data. in the
memoing process.
As the analytical process progressed from specific
codes to categories to relationships among cate9ories, one
of the final tasks was to arrive at a dense, integrative
scheme that accounted for the major patterns of behavior
(Wilson, 1989).

The emergence of the core variable or BSP

established the central theme that held all the data
together and explained the problem identified in the data
(Stern & Pyles, 1985).

Prior to presenting the substantive

theory in the research report,

memos were sorted or

categorized ac.cording to the core variable or BSP •.

Thus_,

the concepts from the sorted memos again were grouped and
integrated with one another to produce a theoretical
outline which became the basis for writing the substantive
theory.
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Criteria of Rigor: Trustworthiness
The criteria set forth by Lincoln and Guba (1985) to
establish the trustworthiness of a qualitative study were
used.

These include: (a) credibility, (b) transferability,

(c) ·dependability, and (d) confirmability.

According to

Lincoln and Guba (1985), the terms are "the naturalist's
equivalents for the conventional terms 'internal validity,•
•external validity,••reliability,•

and

'objectivity'"

(p. 300).

Credibility
This criterion refers to the accuracy of the findings
and interpretation by the researcher.

In general, a

strength of qualitative research lies in its validity.
According to Marshall and Rossman (1989),

"An in-depth

description showing the complexities of variables and
interactions will be so embedded with data derived from the
setting that it cannot help but be valid"

(p. 145).

In

addition, Marshall and Rossman concluded that it is within
the parameters of the setting or population, adequately
stated by the investigator, that the research will be
valid.

One methodological strategy fundamental to data

analysis in grounded theory that was used in this study to
enhance credibility was the constant comparative method.
This strategy provided a continuous analysis and comparison
of the data to ensure a proper fit between the categories
and the participantS I reality •.
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Another method to increase the credibility of the
findings was "prolonged engagement" (Lincoln & Guba, 1985,
p. 301).

This strategy provided sufficient time in the

research setting to understand the context in which the
observations were made.

Also, it allowed the researcher to

identify misinformation that could appear in the data from
distortions of the investigator or participants (Lincoln &
Guba, 1985).

In addition, the investigator's prolonged

engagement in the world of the gay male partners increased
the probability that credible findings were produced.

It

provided the opportunity to establish tiust which is
essential to credibility.
(1985),

According to Lincoln and Guba

trust demonstrates to the participants

that their confidences will not be used against them;
that pledges of anonymity will be honored; • • . that
the interests of the respondents will be honored as
much as those of the investigator, and that the
respondents will have input into,

and actually

influence, the inquiry process. (p. 303)
To enhance credibility, "triangulation"
Guba,

1985,

p.

305)

was

(Lincoln &

another method employed.

Triangulation is a strategy that considers the same entity
using a variety of techniques.

For example, this grounded

theory study used. interviews which allowed more than one
participant to provide the same information.

In addition,

notes taken in the field by the investigator were
triangulated with the interview data in the memoing process

so
when analyzing the data.

Also, both observation as a

source of data and the literature added to the research
precision. ·.
Finally, credibility was established by "member check"
(Lincoln & Guba, p. 314).

Various levels of analysis made

by the researcher were checked by the participants for
accuracy of interpretation.

Using theoretical sampling,

member checks were made by expert participants who were
articulate, reflective, and had specific knowledge about
the concepts in question.

In addition, the direct quotes

of the participants provided face validity to the findings.
Transferability
The second criterion to evaluate the trustworthiness
of the study deals with the question regarding the
applicability or transferability of the findings to another
context.

In the traditional sense of generalizability or

transferability, it is not appropriate for the qualitative
researcher to apply these concepts to the findings.
However, the intent of this grounded theory study was to
enhance the transferability of the findings to other
similar contexts.

This was accomplished by providing a

thick description of the topic under study and by providing
as representative a sample of participants as possible.
The gay male survivors represented several geographic
locations in the southeastern United States and were of
various socio-economic backgrounds.

The similarity was

that all participants had the loss of their partner in
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common.

Although this study attempted to enhancie its

applicability, others will have to decide whether transfer
of the findings to another situation of similar context is
possible (Lincoln & Guba, 1985).
Dependability
This criterion refers to accounting for the changing
conditions evolving during the research study.

Whereas the

traditional positivist approach seeks to render an
unchanging environment, the qualitative approach studies
human_ experience in the process of change.

Therefore,

replicating the study is problematic for_qualitative
researchers.

Additionally, the philosophical foundations

of qualitative research do not advocate replication of
investigations.

To enhance dependability in this study,

the initial coding of the early interview data was done in
a collaborative situation to determine reproducibility of
the codes.

A doctorally prepared professor and qualitative

researcher, whose expertise in qualitative methodology was
verifiable by a long track record of qualitative research
and publications,

coded the earlier one half of the

interview data together with the investigatoro

This helped

enhance judgment about indexing.
Confirmability
Confirmability, the analog·to the traditional concept
of objectivity, is defined by Marshall and Rossman (1989)
in the following question: "How can we be sure the findings
are reflective of the subjects and the inquiry itself
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rather than the product of the researcher's biases or
prejudices?" (p. 145).
confirming

the

data

One technique used in this study in
and

controlling

for

b'ias

in

interpretation was the "reflexive journal" (Lincoln & Guba,
1985).

The journal contained information about changes in

the researcher's values and interests that could influence
the interpretation of the data.

The journal also contained

methodological decisions about the emerging theory and
reasons for making the decisions.

Another technique

involved the collaborative coding of the data previously
discussed under

depend~bility.

The collaboration process

helped reduce and control for bias in the study.
In addition, the technique of seeking out a person to
play the "devil' s advocate" to critically question the
analyses· was used (Marshall & Rossman, 1989).

For this

study, a doctoral student familiar with the grounded theory
method was asked to critically assess the analysis and
provide feedback.

F~nally,

there was a conscious attempt

on the part of the researcher to disconnect from any
personal biases and perspectives in order to allow the
findings to be based on the responses of the participants
caring for partners with AIDS.
The investigator understood in order.to research
bereavement that the very nature of the subject required
the personal involvement of a sensitive, warm, and caring
individual.

However, the researcher also believes that a

conscious attempt at objectivity, as well as respect for
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each of the trustworthiness criteria, produced findings that
reflect the bereavement experiences of survivors of
partners with AIDS.
Summary
The methodology used in this study was delineated in
Chapter 3.

Initially,

the design of the study was

discussed and an introduction to the grounded theory method
was included.

The introductory material was followed by an

explication of the following procedures: sampling, consent,
data collection, and data analysis.

The chapter concluded

with a discussion of the criteria of rigor for the
trustworthiness of the research study.
included:

(a)

credibility,

(b)

The criteria

transferability,

(c) dependability, and (d) confirmability.

CHAPTER 4

Findings and Discussion
.This chapter includes the findings and discussion
section of the research study.

The bereavement experiences

of male survivors who provided the care for their partners
who died

from AIDS

are

illuminated by a

detailed

description of the substantive theory that was generated
from the data.
The field research design used in this study inv.olved
face-to-face inte.rviewing of the participants in a natural
setting.

A convenience sample of 10

~ale

participants who

were surviving gay partners of men who had died from AIDS
was obtained from support groups, AIDS_ community sources,
hospice programs, and colleagues who worked with AIDS
clients.

The

mo~t

effective means of obtaining the

participants was by network sampling.

This procedure

elicited the support and assistance of a single participant
already

in the

parttcipants.

study to

identify other potential

Brink and Wood (1988)

rio~ed

that this

technique is the most useful method of locating difficultto-find populations.
Ages of the participants ranged from 25 to 45 (mean
age= 34 years), and eight of the survivors were older than
54
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their deceased partners.

All participants had completed 14

to 17 years of ·education.

Only one individual chose to

remain unemployed during the illness in order to care for
the partner.

This was possible due to a substantial amount

of money accumulated during previous employment, however,
almost all funds were exhausted at the time of the death of
. the partner.

Each of the survivors had lived with their

partner 1 to 14 years (mean
occurred.

=

6 years) when the death

At the time the interviews were conducted, six

survivors.were bereaved 3 to 12 months and four survivors
were bereaved 1 to 2 years.
after the partners'

Since the study was conducted

deaths,

the participants were

experiencing the phenomenon under study and were able to
provide experiential information about bereavement.
was collected over a period of two years.

Data

This relatively

long period of time was required due to data analysis
occurring

~imultaneously

with data collection and because

the theoretical sampling technique was used.
criterion for ethnic background was considered.

No exclusion
Two of the

participants were black and eight were white.
After consent.was obtained, semi-structured, openended interviews lasting 1.5 to 2.5 hours each were taperecorded

in

the

participants'

homes.

Also,

the

investigator made notes during and after the· interviews
which were later triangulated with the interview data.

The

interviews were transcribed verbatim and entered onto The
Ethnograph (Seidel, Kjolseth, & Seymour, 1988) software
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program to facilitate coding, storage and management of the
data.

Fo.llowing the t·ranscriptions, more than 10, 000 lines

of data were analyzed using the constant comparative
technique.
Presentation of the Managing Care Theory begins with a
description of the basic social psychological problem,
bereavement resolution.

It is followed by a description of

the core category, the basic social process of managing
care from which the grounded theory is named.

The BSP is

described in this study as encompassing three related
categories and their strategies and is identified as the
central theme integrating the data.
of the BSP are labeled as follows:
the Care,

The three categories

(a) Stage I -- Taking on

(b) Stage II -- Sharing the Care, and (c) Stage

III -- Relinquishing the Care.

In addition, the strategies

of each of the categories are described in this chapter.
Stage I

strategies include: ·(a)

(b) managing alone.,

committing to care,

(c) restructuring the relationship, and

(d) taking care of oneself.

Stage II strategies include:

(a) reaching out to families and (b) seeking out friends.
Stage III strategies include:
care system,

(a) dealing with the health

(b) dealing with families, and (c) dealing

with the final loss.·
Basic Social Psychological Problem:
Bereavement Resolution
A primary purpose of this study was to descr.ibe the
bereavement experiences of survivors within the context of
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caring for partners with AIDS.

Analysis of the transcribed

interview data revealed that the surviving partners of men
who died with AIDS worked

tow~rd

resolving their

bereavement mid a variety of psychosocial difficulties.
The problem of bereavement resolution was not always
verbalized by

t~e

men per se.

However,

the causal

condition, i.e., the event leading to the occurrence of the
problem, was shared by all the participants in that each
faced the imminent· death of a partner while providing care,
hence, the identification of bereavement resolution as the
basic social psychological problem.

Hutchinson

(1986)

indicated that it is appropriate to identify a basic social
problem that may or may not be directly expressed in the
data.
In our society, the context, dimensions, or properties
of bereavement vary because it is a socially prescribed
phenomenon, hence, dilemmas arise in losing a homosexual
partner as opposed to losing a spouse.

Survivors of

homosexual relationships are often presented in the United
States society as illegitimate occupants of the bereavement
role.

For example, employers or insurance companies often

do not offer these survivors the same benefits as they
offer to those experiencing the death of a parent or
spouse.

This explains some of the concern of health care

professionals interested in the well-being of homosexual
survivors of AIDS-related deaths.

The concern is that

these men who have experienced the death of their partners
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from AI·DS are in a more vulnerable position for complicated
bereavement than are individuals considered by society to
be the legitimate occupants of the bereavement role.

The

masking of the bereavement by those in a homosexual
relationship because of society's censure of the
relationship, the social stigma associated with AIDS, and
the survivors• fears of rejection may jeopardize the
process of bereavement resolution.
The lack of articulation of the basic social problem
in the data in no way diminishes its presence as a
phenomenon experienced by all the survivors in the study.
In the data analysis the problem of bereavement resolution
was identified by all
sometimes-

~ubtl~

ways.

sticking a peanut
peanuts out."

sh~ll

~urvivors

in their own open and

One survivor stated, "It's like
back together after you take the

Another shared, "Through ,all my loneliness

and grief I kept saying to myself, I may be happy again.
You know, there

i~

a chance I could be happy again."

One

survivor in relating the time factor in resolving
bereavement noted, "His medicine chest is just the way he
left it.

And, you know, I'm going to clean it out this

weekende

It took me 14 months to be able to do that."

Still another survivor who wanted some resolution to the
bereavement experience regarding rejection by the
deceased's family

~tated,

"I'm very bitter.

If they

[deceased's family] had really cared, they at least could
have phoned,

condoled me,

or something."

Even the
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resolution of guilt feelings during the period of
bereavement was addressed by the survivors.

One individual

stated, "I think he [deceased partner] needed something I
didn't give him and that was reassurance that things would
go on, that I would be all right, and that it was o.k. to
die.

I wished I had verbalized that."

And another stated,

"I wished I had had a little more time to get

mor~

things

straight and settled between us."
The

acknowledgment

of

the

common

problem

of

bereavement resolution gave rise to the following
questions:

What are the extenuating factors complicating

the bereavement resolution?

What allows the survivors to

resolve AIDS-related bereavement?
caring for a
resolution?

partne~

How does the context of

with AIDS impact bereavement

A core variable that is considered the basic

social process was identified from the interview data and
helped formulate answers to these questions.
Basic Social Process -- Managing Care
Managing care is a proactive process occurring over
time to maintain some control in the survivor's life when
facing a rapidly deteriorating situation.

Routinely, this

issue of losing control was described as a common concern
confronting the bereaved survivors.

One participant

stated, "The hardest part was to see him there and not be
able to do anything for him."

.Another individual in

describing an attempt at confronting the health care
system's lack of response during the illness concluded,
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"You feel so damn helpless."

When asked during the

interview to identify a main obstacle ·experienced during
the bereavement pr6cess, one participant stated,
control of my own life."

nfaking

Other participants spoke of the

need to "get their lives in some order," "take control of
themselves," and "take control of the situation."
Managing the care for the ill partner appeared to
provide that much needed order and control in the
participants• lives.

The ability to manage care restored a

perception of increased control relative to the daily
gradual losses while experiencing separation anxiety over
the approaching final loss.

Managing care was an issue for

all these participants who had remained in the relationship
after diagnosis of the partner.
the

beginning

step

Even though

~t

represented

in resolving bereavement,

the

investigator hypothesizes the move toward resolutiop was
not necessarily a conscious process.

The participants'

awareness that they were moving toward resolving their
bereavement was not always evident.

At times they seemed

to be aware of resolving their grief only in the sense that
they continuously made efforts to rid themselves of the
discomfort and distress they were experiencing after the
death of their partners.
The literature includes studies on the relationship
that exists between managing the care of the terminally ill
and its effect on resolving grief.

Craven and Wald (1975)

consider active participation in care as a part of the
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separation process.

According to Buckingham (1985)J

"participating in the care of th-e dying patient ca.n
significantly reduce common feelings of guilt and
helplessness" (p. 156).
The investigator believes that the identified core
variable accounts for process or change over time.

All

participants did not experience the process in the same
way.

·Although the core cat_ego.ry varied b.ecause of t-he

change in conditions, or as olle participant stated, because
of the "depth of commitment between two human beings," the
process of managing care remained central and intact.

The

basic social process encompassed three related categories
or stages as well as the strategies of the categories that
impacted the survivors·• bereavement resolution.
stage process labeled Managing Care

The three-

(see Figure 1)

included: Stage I -- Taking on the Care, Stage II
Sharing the Care, and Stage III

Relinquishillg the Care.

Stage I: Taking on the·care
Taking on the care of the_terminally ill partner was
perceived as the only manner in which to deal with the
illness apart from terminatin-g the relationship.

One

participant stated, "The point was, I had to take care of
him."

The motivations for taking on the care of the

partners were based on a variety of reasons.

Some

participants described how their partners had made life
worthwhile for them ..
partners met

thei~

Other participants noted how their

physical as well as emotional needs.
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Basic Social
Process

Strategies

a. Committing to Care
b. Managing Alone
c. Restructuring the Relationship
d. Taking Care of Oneself

Basic Social
Psychological
Problem

Stage I:
.., Taking on the Care

\

a. Reaching Out to the Families _ __;..,~ Stage II: - - - - i...
~ Managing
Bereavement
b. Seeking the Support of Friends
Sharing the Care
Care __;;;__...,.,Resolution

I

a. Dealing with the Health Care System
s!ge m:
b. Dealing with the Families
.., Relinquishing the Care
c. Dealing with the Final Loss

Figure 1

A substantive theory of the managing care process within the context of bereavement for male
survivors who nrovided care for panners dying from AIDS
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Several participants s.poke of their love for their partners
and suggested that the least they could do was to provide
them the care they needed.

Others noted how caring for

their partners was a reflection of the soundness of their
initial commitment to the relationship.

In addition, the

context of a stigmatized illness along with a stigmatized
relationship was a motivating factor for the participants
to take on the care of their partners.

Taking on the care

in this stigmatized c·ontext was temporary insurance against
an encounter with society 1 s prejudices, a s.ociety which
created

a

even a

stigmatized bereavement.

stigmatized relationship, illness, death, and
For example,

the

opportunity for the participants to provide care for their
partners decreased the chances of them having to deal with
outside caregivers.

The participants believed that outside

caregivers could·bring with them biases regarding gay
relationships and AIDS that might influence the quality of
care their partners would receive.

Taking on the care of

the partners was an opportunity to protect the ill loved
ones from negative and unnecessary responses from other
individuals at a critical and sensitive time in the
couples• ·lives.

However, not taking on the care and not

moving toward resolution of bereavement could contribute to
a status of unresolved bereavement and a perception of
complete loss of control in the situation.
Generally, taking on the care was a positive step
toward resolving the survivors• perceived losses.

Analysis
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of the interview data revealed four strategies"associated
with taking on the care:
(b) managing alone,

(a)

committing to

care,

(c) restructuring the relationship,

and (d) taking care of oneself.
Committing to care
Committing to care was an initial response to maintain
some control in life and over the situation prior to the
death of the loved one.

It was a strong, uncompromising,

deliberate decision to remain in the relationship after the
partner was diagnosed with HIV disease, to help manage and
provide support during the terminal illness.

In addition,

committing to care offered some control in the survivor's
life when facing the inevitable death of the partner.
Commitment to care for a partner was a reaffirmation of the
bonding between the two individuals and the belief that the
illness was a dual responsibility.

One participant noted,

"I felt I was obligated to do so, to help him, that we were
in this together and that there was no way I was going to
leave him."

The acceptance of being "in this together" may

have produced for the provider of the care a vicarious
experience with the losses experienced by the dying
partner.

Committing to the care of the loved one provided

a

of

sense

helped

the

participants exert some control in the situation.

In

addition,

purpose

and

direction

and

i t enabled them.to deal with ·feelings of

powerlessness relative to those losses.
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One of the dimensions of committing to the partner's
care was the element of emotional security regarding the
relationship.

One participant alluded to the importance of

the security issue in the couple's relationship prior to
the occurrence of the illness.
We grew up together, we'd grown old together and we
were comfortable together and had talked about it.

He

laughingly used to say (when I'd say I was going to
throw him out about something), it is like you are
married to me for the rest of·your life.
going no damn where.

I ain't

That was kind of like an

understanding.
With the diagnosis of AIDS and all the losses
associated with it, the need to maintain emotional security
was an important issue for both the participants providing
the care and the partners dying from AIDS.

Committing

provided an avenue to regain a certain amount of control
that was perceived as lost and to reaffirm the emotional
security deemed important in the coupl.e' s relationship.
Managing alone
This early strategy for taking on the care was
described as a time when the participants believed they
could

adequat~ly

ba~e

for the partners by themselves.

Analysis of the data revealed a relationship between the
strategy of committing to care a-nd the strategy of managing
alone.

This response of managing alone by the survivors is

best understood in association with the committing to care
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construct.

For example,

if committing to care for the

partners provided the participants with some control and
.security,, it is possible that they would not want to share
the care management responsibilities with others.
Participants suggested that they were able to.manage
without the help and assistance of others at this point.
One individual stated, "Some people did reach out to me and
asked if I did need help or assistance or whatever and I
said no.

At that point in time I really didn't need it

because I felt I really was handling things, which I was."
Thus, the bereaved participants• initial endeavor to manage
the care alone is understood more clearly when considering
the control and security gained from committing to the
partners• care.

One participant stated, "As long as you

are caring for the person yourself, you don't feel like you
are relinquishing all control over the situation."
Another factor derived from the data regarding the
survivors seeking to manage alone was the issue of trust.
One

particip~nt

stated,

You're so committed to taking care of your lover that
you almost don't trust other people because you're
afraid.

It's not that you feel that you're perfect or

that you can do it perfectly.·

It's just that you're

afraid that somebody is going to do something that may
endanger the person accidently.

You know what your

actions are; you jus.t don't know what the actions of
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other people are. Your intention is really to keep the
one you love alive and as well as possible.
Restructuring the relationship
During the proc.ess of taking on the care, there was
often a restructuring of the relationship between the
participant and .the ill partner.

This restructuring

process is not to be understood in relation to changes in
the inner emotional closeness or love felt for each other.
Rather, it is to be understood in regard to other aspects
of the couple's relationship which they believed were very
important in their lives.

For example, prior to the

illness, .the relationship between the surviving caregiver
and the partner was a source of personal gratification.
The individuals acted as companions, traveling, partying,
working, and planning a future together.
progressed,

Once the illness

it stifled many of these behaviors and the

relationship began to undergo some restructuringo
This restructuring process, especially as it relates
to redefining the roles of the caregivers, is identified in
recent literature as an important concept.

Pearl in,

Semple, and Turner (1988) stated:
The caregiver may be called upon to act as a friend
and confidant,

lover, ·housekeeper,

riurse

•

liaison with the patient's family, the
doctors
systems •

and

clinic

the

compensatory

and the social networks of which the
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patient, the caregiver, or both might be a part.
(p. 506)

Although these ·new roles were necessary,

often they

produced conflicts for the participants who wanted ·to act
in a different role toward their partners.

The roles

were strong determining factors for the actions and
relationships betw.een the individuals.
Pearlin et al.

(1988) noted that another contributing

factor to restructuring a relationship was the conflict
that may result from resentment of the caregiver in
proportion to a

loss of autonomy and control.

The

partners' resentfulness and angry behavior were stressful
to the participa.nts in this study, who believed all efforts
were being made to provide the partner with the best care.
One participant stated,
At times I was so angry at him for doing this to me,
but I guess

ev~n

more so, I was upset when he got

angry at me. . I suppose he was upset because he could
not totally care for himself anymore.
Restructuring the relationship was a sensitive process
often ending in much discontent.

It was difficult for the

participants to maintain .the essence of the reciprocal
characteristics of the original relationship (i.e., giving
and receiving from each other)
restructure it so

th~t

and at the same time

the ill partners would become the

ones who exclusively received the attention.

However, most

individuals seemed to be able to maintain a balance between
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caring for the partner and taking care of the partner.

As

Koenig (1980) aptly stated, "to be lovingly c:;:ared for may
be comforting, to be taken care of may be demeaning"
(p. 11).

An implication regarding Koenig's statement is

that a better understanding of its meaning by the
participants could aid in reducing the conflicts and
antagonism associated with the relationship restructuring.
Participants•· statements regarding their ill partners'
status often contained subtle hints that a restructuring of
the relationship was occurring.

For example,

one

participant stated, "I didn't want to see him suffer and I
didn't want to lose him either.

There were times that I

knew he would be better off.if he would just pass on."
Koenig (1980), when describing a similar situation stated,
"it is evident that this relationship with the patient is
different than it had been before the illness.
has already begun.

Grieving

Sometimes the •work' of mourning may be

nearly over before the patient is dead" (p. 22).
The restructuring of the relationship seemed to be a
coping strategy used by the participants to deal with their
anticipated loss.

In addition, it was a mechanism by which

the participants could maintain their own physical and
mental health as· the primary caregivers.

Therefore, from

this perspective, the restructuring mechanism is related to
the fourth strategy, taking care of oneself.
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Taking care of oneself
Taking care of oneself was a strategy

i~itially

used

by the participants during Stage I -- Taking on the Care.
Due to the intensity of the situation of caring for the ill
partners, participants described a time during which they
had to evaluate their life goals and directions.

One

participant stated, "I decided at that point in time that

~

would not allow anything to stop me from reaching my goals
in life, regardless of any diagnosis."

While taking care

of themselves, most of the participants decided to pursue
personal plans such as school or a career while providing
care to their terminally ill partners.
Taking care of oneself meant evaluating the ability to
cope with the demands of caregiving.

This meant giving

consideration to the psychological problems that accompany
AIDS caregiving.

Also, the caregiver had to evaluate

economic and job-related factors, all of which could be
stressors in the managing care situation.

In order to take

care of oneself,. the caregiver's own coping· abilities
became a source of survival (Pearlin et al., 1988)_.

·There

were numerous functions of coping that the participants
used to reduce individual stress in order to take care of
themselves.

For example, the caregivers would try to

escape from the situation of caring for an ill partner with
AIDS by submerging themselves in their jobs, actively
involving themselves in religious groups or self-healing
groups,

drinking alcohol and taking other drugs,

or
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becoming involved in athletics or various forms of
community ·activities.
Oftentimes, taking care of oneself revolved around the
use of certain perceptual strategies.

For example, one

participant stated,
AIDS can be a blessing or a curse in your life.

It's

going to be part of your life .if you have it or if you
are with somebody who has it.
to walk the same road.

You are going to have

But I believe there is healing

in the ill-ness, not just death.

Physical, spiritual,

and mental healing can come about with AIDS.
try to be

posi~ive.

So, I

I guess that is my final message.

You have to keep going; you have to be positive.
mean, it's

bell~

I

but anything can be hell unless you

make it something better than it seems on the surface.
The importance

ot

the use of perception in taking care of

oneself is identified in recent literature.

Pearlin et al.

(1988) listed one of the general functions of coping as "to
change the perceived meaning of the situation so that the
threat is reduced"

(p. 514)".

The authors support the

premise that adQpting a positive view of things will enable
the

~ndividuals

to maintain some control over a situation

in which the fear

of

loss

is

overwhelming.

Some

participants indicated that the strategy of caring for
oneself was a growth process and that their lives became
more productive as. a result.

For most of the pa·rticipants,

taking care of themselves meant abandoning the managing

\
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alone strategy and moving to the second stage of the
process of managing the care, i.e.,. sharing the care.
Stage II: Sharing the Care
Sharing the care with others, namely families and
friends, was an effort by the participants to continue to
maintain some control over the situation.

Pearlin et al.

{1988) noted that this informal support is "a very powerful
mediating· force iri the stress process"

(p.

513).

Most

participants -believed it was better to ask for support from
families and friends than relinquish the care to total
strangers or admit the partner to a terminal care facility.
In fact, most of the participants in the study welcomed the
support of their own family or their partner's family to
share in the ca;re.

One individual stated,

I needed somebody to help.

I offered to pay some of

the ·family if they would come down three nights a
week.

We would pay them what they were making at a

job if they would come down and just stay three nights
a week and give me a hand.
However, one of the consequences of being unable to
share the care with families and friends and to receive
their support was the perception by the participants of an
additional loss of control over the situation.

Moreover,

the families who refused·to share the care, choosing
instead to exclude the participants from any aspect of the
care, placed the individuals at
complicated bereavement.

~isk

for a potentially
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The participants • attempt to. share t-he care with
others was· the first indication that managing the care was
somewhat onerous.

However,

the participants never

acknowledged the care as a burden,
financial

strains and the problems

even when facing
associ~ted

maintaining activities of daily living.

with

One participant

stated,
You have to come to the point where you realiz.e that
you can't do it alone.

You initially want to and it•·s

a hard thing to relinquish but it's necessary at one
point to realiz-e that "I •m only a human being and I •m
only one human being and I can't do this alone."·
Sharing the care consisted o.f two strategies:

(a) reaching

out to the families and (b) seeking the·support of friends.
Reaching out.to the families
The participants routinely described family issues
throughout the interviews.

Such

issu~s

included: concerns

about informing the familie.s, feelings about the families.,
and the families• responses to the diagnosis and illness.
One participant spoke of seeking·support from family
members who were unsupportive of the relationship prior to
the partner 1 s illness.

The dis.cussion c.entered around the

problems the ill partner had encountered with unsupportive
family members in the previous years:

"He had real

problems with his family before this which we had talked
about extensively, about him being cut out of the will.
was not a pleasant family

r~lationship."

It

Even with
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anticipation of· nega_tive family responses, the participants
continued to reach out to those family members to share in
the care.

The perceived loss of control was retrieved

through seeking and gaining a positive response from
previously unsupporting family members.

In this.study all the family members of the loved one
with

~IDS

however,

were aware of the homosexual relationship,
not all family members displ•yed negative

attitudes towar¢1 the relationship.

Seve-ral o.f the families

of the partners with AIDS were viewed as being supportive
and offered to share the care du:ring the illness.

However,

the participants who were aware of this support seemed to
be seeking validation that the families would continue that
support throughout the course of the illness.·

One

participant., whose immcadiate family was aware and accepting
of the couple's homosexual

relationship~

sought his

.family 1 s approval on dec.reasing work hours and spending
more time with the i l l partner.
participant,

Acco~ding

to the

although there was no indication that the

family would not be supportive, it was consoling to hear a
family member say, "He is your husband or wif.e, you know,
however you
have to. 11

w~nt

to look at it, and

we~

11 help you if w.e

The participants suggested that it was important

for them to validate the families• on-going·support.
Reaching . out to the family members i-ncluded reaching
out prior to the death and after the death.

Reaching o.ut

to family members prior to the death o.f the · partnel.'" _was an
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important act in managing the care and-dealing with
anticipatory bereavement.
the death for support,

Reaching out to families after
acceptance,

and feelings of

belonqing was important to successfully complete the
bereavement resolution process.
Seeking the support of friends
The second strategy in s_haring the care was seeking
the support of friends.
·noted in one pp.rticipant Is

The sig-nificance o·f friends was
stat~ment'

·have; they can be very hel.pful.
individuals.

11

"Friends are good to
Frien.d.s were select

One participant noted, "A friend is somebody

that you are close to and can open up to and cry on their
shoulder."

In seeking out friends to share the care, the

participants gravitated toward those individuals who had
experienced similar situations and were sensitive to the
needs of AIDS sufferers.

Frie..nds helped by chec-king a-t

home on the partners with AIDS and by bringing in meals
while the participants were at school o.r work.

Several of

the participants often expressed their gratefulness for the
support and help 6f friends.
have had some wonderful friends.

One individual stated, "I
Joe has been here, if it

hadn't been for him I don't know what I would have done."
However,

sharing the care with friends was not a

positive experience for all individuals.

One participant

expressed disappointment when seeking out the sup'port o-f
friends to share the care responsibilities:
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But as far as

feeling

like there has been an

overwhelming coming together of friend.s to provide
support, it just ain't been there.
worth a d.amn.
insensitive.

It ain't been

Friends wnere I lived were extremely
There wasn't anybody who was willing to

do anything.
The majority of the participants in the study sought
out friends with whom to share the care, however, one
participant refused to get close to friends 0r seek their
support due to a fear that the friends might d.ie from

AIDS.~

This avoidance of seeking the support of friends was an
attempt at resolving the grief issue.

However,

the

implication is that the lack o.f friends to share the care
could suppress the bereavement experience (Jones, 1988;
Schwab e.t al., 1975) and increase th.e risk of complicated
bereavement.
Sharing the care with families and -friends was an
attempt by the participants to receive some help from
others in managing the care.

At the same time it was an

effort to maintain some contro.l over .the ca-re.

However,

Stage II -- Sharing the Care., marked the beginning o.f the
participants not being in total control of the caregiving
process.

Stagca II rcapresented a bridge between stage I --

Taking on the Care, in. which the participants had the most
control, and Stage III -- Relinquish-ing. the care, in which
the participants had little or no control over their
partners • · care.
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Stage III:

Relinquishing the Care

Relinquishing the care was both a necessary and
deliberate action by the partidipants to give up the
control of managing the care of the HIV-infected partners.
The context out of which the relinquishing of·care evolved
included serious physical andjor psychological problems of
the ill partners that could not be cared for
professional interventions.
participants

e~perienced

apa~t

from

The consequences the

in relinquishing the care ranged

from anxiety and guilt to relief and freedom from the
pressure of the caretaking situation.

The participants•

lives were so invested in caring for the partners, that to
relinquish the care was a serious and often traumatic
experience.
process.

Relinquishing the care was a "letting go"

It meant the participants had to give up the

caregiving per se to others (e.g., care providers in a
hospital setting or the partners•

family members).

In

addition, it meant the participants had to internally
relinquish or let go of the entire process of managing the
care as they dealt with the final loss of their partners.
From an intellectual and emotional perspective, this was
the final part of·managing care in which the managing care
process itself was relinquished when death occurred.
During both temporary and permanent hospitalizations
of the partners, the participants experienced only a
partial relinquishing of the physical care to health
professionals.

The participants were able to contract with
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hospital staff to provide
care.

certa~n

Likewise with home care,

aspects of the partner's

~he

participants were able

to benefit from the services of health care professionals
and at the same time maintain some control over the
caregiving.

Even with the intensity of care required for

some partners in the ·final stages of their illness, there
was only a partial relinquishing of the physical care to
h~alth

professionals in the hospital.

In addition, the

participants co~tinued to care for their partners
indirectly by monitoring their personal affairs

(e.g.,

checking accounts, creditors, and other personal business).
In dealing with families, some participants were able
to partially let go of the partner's care because most of
the families desired to work as joint caregivers.

However,

there were examples of situations _in which the participants
had to completely relinquish the physical care

ot the

partner to family members who wanted to control the
caregiving.
experiences of

As a result
relinquishi~g

of the

pa~ticipants'

shared

control over the managing care

process, three strategies were identified in the data:
(a) dealing with the health care system,

(b) dealing with

families., and (c) dealing with the final loss.
Dealing with the health care system
In the course of having to relinquish the care of
their partners to others within the health care system,
participants often spoke about their concerns regarding the
inadequacy of that system.

Dealing with the health care

T9

system generated much anger among the parti-cipants because
of their perception of an insensitivity and lack of
understanding among some of the health care providers
toward their partner.

One participant stated, "If I had

any sort of anger of anything, it certainly is physicians."
Another participant angrily sp6ke of his dealing with
physicians who minimized the significance of the gay
relationship:

"I guess it hasn't mattered if people

approved or disapproved of this relationship.
even an issue anymore.
was.

That is not

They weren't sleepin.g with him, I

They don't pay the rent.

I do."

Relinquishing the

care of an ill partner to health care professionals who
were perceived as insensitive created much concern among
the participants about the future care o.f the-ir partners.
Once the participants relinquished the physical care
of their partners to others within the health care system,
assertiveness and misrepresentation were techniques used to
deal with the health·care professionals.

For example,

th~

participants exerted an assertive type of behavior that
enabled them to acces.s the appropriate care needed fo.r
their partners.

One participant noted., "Things have to be

there that you can plug into,

you can't just accept

intolerable health care withc::>ut question."

In other

situations the participants used misrepresentation to deal
with those working in the health care •ystem.

One

participant described a.n attempt to visit his partner in
the intensive care unit after being told that only
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immediate family members could visit.

By

misr~p~esenti.ng

himself as one of the immediate family members, he was able
to visit his partner.

Later, the participant stated, "I

think it became very clear after the first few minutes I
was there, I was not his brother.
keep me away from him."

They were not going to

Relinquishing control over-the

partner's care to professionals within the health care
system was described by some of the participants as a
diffic~lt

time.

Dealing with the families
For some participants, relinquishing the c.are of the
partners involved more than dealing with the health care
professionals within a hospital setting.; it also involve.d
dealing with the partners• family meml;>ers.

Somewhat unique

to the homosexual relationship-was the vying that occurred
between some of the participants and the partners• f.amilies
for the right to assume the responsibility of managing the
care.

Often because of a long-term, essentially spousal

relatibnship~

the participants argued for the right to

manage -the care.

Likewise, the families argued for the

right to manage the care since they were

b.lood~relative:s

and no legal bonds existed between the participants and
their partners.

One participant described his partner's

family who had been estranged for years and who had
rejected the couple's homosexual relationsh.j.p.

The family

members appeared on the scene in the final days td take
over their son's care.

As a result, the p.articipant w.as
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forced to relinquish his partner's

car~

to the family

members~

Some families were willing to share the care and
recognized the importance of the couple's relatio-nship.
However,

other families discredited the years spent

together, blamed the participant for the illness·, and
pushed for total control over the care.
families refused to accept the

partic~pant

These latter
as having any

role to play in the ca.regiving process.
When· the participants fel:t. ostracized from managing
the care,

were not consulted in the decision-making

process, and had their position as primary caregivers
usurped at the critical time of their partners' death, they
experienced a great deal of hu·rt an.d anger.

Aft_er t.h.e

partner's death, one participant stated. ,
I'm very bitter.
was alive.

They didn't care about him when he

If they had really cared, they would have

found something when he was living.

I gave him six

and one half years of my life and vice versa, but when
they came down to help out, I wasn:•t even considered a
part· of the family.
bother to include me.

They took control and didn't
In fact, I think they got a

little ticked off because I was beneficiary for his
insurance policy.

I guess I'm bitter on that part.

It is likely that the participant.s' relinquishment of
the care of their partner to families who provided no
reciprocal support at this critical time,

led to an
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internalization ·of anger by the participants and created a
more dif!icult bereavement process.

An example of

thi~

carry-over anger was .seen in one participant who refused to
invite the family members to a memorial service following
the death.

After the crematien, the family members who

lived .in another state insisted
be sent to them.

th~t

a portion of the ashes

The participant stated, "So they had a

memorial service up there and they buried his ashes in a
cemetery plot.

I wasn't invited."

Months later, when the

participant was planning a memorial service to disperse the
remaining portion·of the

a~hes,

much bitterness was evident

when the investigator asked, "Does the family know you a-re
planning this?''

The participant's immediate reply was;

"No, and I'm not going to tell them!"
It is interesting to note that just the opposite
situation occurred in one instance.

One participant

described how his partner's family members

relinquis~ed

caregiving responsibilities to him (the participant).

all
The

participant stated,
They [partner's. mother and father] would come by and
stay 5 or 10 minutes.
response.

There was no emotional

I thought, "My God,

last stage of life.

yo~r

son's here in his

Aren't there thing.s you want ·to

share that you never had the opportunity to do
before?"
need us."

And so, they kept saying, "Call us if you
It seemed like when they said it, it was
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just more out of obligation than a real call if you
need anything.
A large number of family members were supportive and
appropriate in assuming caregiving responsibilities.
However, some participants described themselves as failing
to rec-eive appropriate emotional and physical support from
their partners' families.

The lack of emotional support

was mani~ested by the participants bei~g forced by family
members into totally relinquishing the physical care of
their partners to -the family.

The lack of physical support

was clearly seen in family members providing no assistance
to the participants in their caregiving responsibilities.
Some participants described their bereaveme-nt experiences
as more difficult because of this lack of emotional andjor
physical

support.

The

implication' is

that

these

participants lacking support will be at high risk for
complicated grieving (Schwab et al., 1975).
Dealing with the final loss
'The participants• lives were so intertwined w-ith their
partners that they failed to realiz·e the extent to wh-ich
the managing of the partners' . care
styles.

af.fect.~d

their life-

However, at t-he partners' death, the survivors

described how they began to realize the influen.ce the
caregiving process had on their lives.

A~

one survivor

dealt with the final loss of his partner, he described the
difficulty encountered in freeing himself mentally from
earlier caregiving responsibilities:

8·4

I still turn around and begin to call out my partner's
name · becaus.e I think he is there.

It is a task to get

out of that routine o.f expecting him t.o be there.

I

wake up even now and reach over for·h~m as I did so
many times to see ·if he is-o.k.
Dealing with the final loss .correlated with the
strategies of stages I a.nd II.

For examp;te, reaching

o~t

to families and friends prior to the death ·of the partner
in Stage II,

helped in managing the care;

likewise,

reaching out to families and friends after the partner's
death helped the survivors cope with the changes resulting
from relinquishing the routine of care.
Letting go of the

man~ging

care process after the

partners• death enabled survivors to

m~et

their own needs

by directing back to themselves th.e energy once expended on
their-partners•

care.

One survivor-noted after the

partner's death, "There was never a question of my _doing
for him and I feel good about that.

I just don't think I

did enough, maybe not for him, but for me." ·The survivors•
acknowledgment that their own needs were important was a
positive move toward appropriate bereavement resolution.
Another survivor who appropriately relinqui•hed the
managing care process at his pa.rt:ner • s death .stated, ·"Life
goes on.

It's tough, but it does go on.

You can't just

sit around and cry ove-r spilled milk. ·.I •ve got to get on
with my
here.

l~fe.

I can't dwell on th.e fact that he is not

r·know he will not come back.

I have accepted
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that."

Other survivors noted how this acceptance helped

stabilize their lives and made their bereavement more
bearable.
Some survivors had to confront a variety of emotional
reactions upon letting go of the managing care process at
the time of their partners' death.

Often these reactions

were capable of complicating the bereavement pro.cess.
Guilt was a
endured.

common emotional reaction the survivors

For example, some individuals who lost partners

to AIDS wondered if they were responsible for their
partners' illne.sse.s and deaths or if they could have
managed their care-better.

Some felt guilty over wishing

that the end would come to relieve the suffering, over the
relief they felt, or the fact they survived their ·loved
one.
Finally, for some survivors dealing with the loss of
the partner to (leath emphasized the th-reat of their own
mortality.

The threat was very real to those survivors who

had knowledge of their own positive human immunodeficiency
virus (HIV) antibody status.

Surv,ivors· who perceived they

were at high-risk_for a positive HIV diagnosis feared that
diagnosis and inevitable death.

Upon relinquishing the

care of their partner at the time of death, some survivors
believed they themselves would. be the next recipients of
the managing care process.
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Summary
desc~ibed

This chapter

the theory of Managing· Care,

i.e, the basic social process or core category of the
theory derived from the data.
were discussed including:
Care,

(b). Stage

II~-

Three stages o-f the theory

(a) Stage I

-~

Taking On the

Sharing the Care, and (c)

III -- Relinquishing the Care.

Stage

The strategies comprising

each of these stages in the managing

car~

process were

delineated as forces impacting_bereavement outcomes.

The

strategies included: Stage I -- (a) committing to care,
(b) managing alone,

(c) restructuring the relationship, and

\I

(d) taking care of oneself; Stage II -- (a) reaching o.ut to
the families a.nd (b.) seeking the support o:f friends; and
Stage III -- (a)

dealing wit-h the health care syste-m,

(b) dealing with the families, and (c) dealing with the
final loss.

CHAPTER 5
Conclusions, Implications, and Recommendations
A significant finding

from this

study of the

bereavement experiences of male survivors who cared for
partners who died from_AIDS was the discovery of the core
variable,

Managing Care.

From the core variable a

substantive theory of the managing care process_was
generated within the context of bereavement outcomes.
Chapter 5 describes the theory and develops a deeper
perspective on the ·model by comparing it to a
of bereavement.

~odern

theory

In addition, conclusions based upon the

findings of the study are discussed and current knowledge
specific to the area of study is related to the theory.
Implications of the study for nursing theory, research, and
practice are included and recommendations for future
research a.re presented.
The Managing Care Pro.cess
The managing care process in this study experienced by
the male survivors who lost a partner as a result ef AIDS
represents a basic social process that impacts bereavement
outcomes •. Through ·interviews and observations three stages
were identified, eac.h enveloping· its( own strategies.
stages include:

(a) Taking on the Care,
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The

(b) Sharirig the
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Care, and (c) Relinquishing the Care.

These stages o.f the

theoretical model are viewed as sequential in

nature~

although several strategies comprising each of stages tend
to overlap.

When the three stages a-nd their components are

taken collectively, they are viewed as relational in that
each stage contains some aspects of the other stage.

For

example, the strategy o-f taking c.are of oneself 'in Stage I
is relational to Stage II, Sharing the· Care.

Taking care

of oneself often involved sharing a portion of the care
with 6thers.

Successfully reaching out to friends and

families for help provided the primary caregiver with
temporary relief from some of the responsibilities
associated with caring for a partner dying ·from AII)_S.
addition,

In

this temporary relief provided ·mo.re time for

personal needs to be met that of.ten become $econdary during
the time o.f the caregiving proces;;s.

Likewise, the sharing

of the care with families in Stage II ca-nnot be totally
separated from dealing with fam-ilies in relinquishing the
care in Stage III.

Negotiations

b~tween

participants and

families regarding the care of the loved .ene often involved
both concepts of' sharing and

re~inquishing

the care.

The strategies cemprising the three stages O·f Ta-king
on the Care, Sharing the Care, and Relinquishing the Care
are techniques used by caregivers believed to be important
in affecting bereavement o.utce.me.

Participa-nts in this

study were consciously aware that the managing care process
had

affect~d

their progression

toward'ber~avement
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resolution.

All acknowledged a

positiv~

psychosocial

I

gt"owth as a result of· the managing c.a:re expe·rienc.e.

One

informant stated, "I'm at peace with myself, and I think
that caring for him [the partner] has made me a better
human bein9 and has given me a better

persJ~)~c,tive

on life

and death."
The analysis of the bereavement
~urvivors

experi~nce

of

of partners with AIDS clearly.points t6 the

process of

m~nagi~g

care as ati important factor in

affecting bereavement outcomes.

According to Dean, Hall,

and. Martin

o.f

(198e),

studies

the

phenomenon

of

anticipatory grief and bereavement suggest that the stress
of helping a loved one through the course of illness and
death may be a cause of men-ta.l distress a.n,d physical
illness.

Mental distress and physical ill-ness are factors

which may negat·ively impact one's bereavement proc::ess.

In

this study, most part.icipants validated either a direct or
indirect influence of the caregiving experiences upon their
bereavement status.

One participant stated,

Because I did it [provided care] to the best of my
ability, not perfectly, and I did evet"ything humanly
possible that I
grieving easie-r.

could to help him,

i t made the

It was not a totally horrible

experience.
In order to gain a deeper pe.rspective on the managing
care process for the survivors of pers.ons dying with AIDS,
Sanders' (1989) Integrative Theory of Bereavement discuss.ed
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in Chapter 2 is paralleled in the following dis.cussion w:i th.
the Managing_Care Theory.
S~nd~rs•

(1989)

Integrative Theory suggests th~

hypothesis that the interaction between external and
int~rnal

mediator variables during the process of

bereavement significantly affects bereavemertt outcomes.
Specific external mediators i·nclud.e

soci~l

stigmatic death, and concurrent ·crises'.

Specific internal

mediator variables include health,

strength of the

relationship, personality,

and ego strength •.

su_pport,

Although

managing the care of a significant other is not mentioned
per se in Sanders• Integrative Theory, strategies of the
Managing Care theoretical model can be related to the
theory.

For example, commitment of the survivors in this

study to manage the .care of their partners with AIDS and
the need to init.ially manage alone is analogous to S.anders •
internal

mediator

personality.

variable

of

ego

s-trengths

and

The strategy of taking_ care of oneself is

comparable to the Integrative Theory's internal me.diator of
health, while sharing the care with fa:tnilies and friends
prior to the partner 1 S death. is
external mediator of s.ocial

·COmparabl~

s~ppo_rt.

to Sa.nders 1

All a-re identified as

influencing factors for bereavement ou.tc;:omes.
Comparing the stra·tegies of the Manag.i. ng care Theory
to Sanders•

Integ~ative

Theory of Bereavement suggests a

conclusion about the process.

The :tntegrative Theory

supports the inte-raction of the external and internal
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mediators that affect bereavement outcomes.

If the

Managing Care Theory is analogous to the Integrative
Theory, the suggestion is that the strategies comprising
the

st~ges

of the Managing Care Theory also interact to

affect bereavement outcomes.
The Managing Care Theory was derived from

th~

responses of 10 gay male survivors who had experienced the
loss of their partners from AIDS.

It is ·important to note

that the Managing Care Theory ·may not be generalized to all
situations where a male comp_anion is providing care for a
partner with AIDS.

A caregiver who is able to manage the

partner's care at home until the death and who is not
required to relinquish the care to a hospital-or family
members, may not experience giving up major control over
the situation.
s~pportive

The caregiver whose partner's family is

and helpful may never experience the strained

relationship and the testing of the family's

acceptance~

especially at the bedside du-ring the . final stages· when
decisions regarding c:are and subsequent death must be made.
In addition, some caregivers may not· have families and
friends·with whom they can share the care.
Although the Managing .care Theory may not b.e
generalizable to all AIDS caregiving situations, the
findings of the study are

trustwor~hy

they meet the criteria of rigor
transferability,

dependability,

discussed in Chapter 3.

for soundness
(i.e.,
and

b~cause

credibility,

confirmability)

Moreover, the similarity of the

92

stages and strategies to the

~forem~ntioRed

cuFrent

bereayement theory enhances the·validity of the findings.
The.Managing Care Theory is grounded in the data of
this study.

As a theory,

i t denotes an organized

presentation of ideas about the managing care process
within the context of bereavement resolution of gay male
survivors whose partners di:.ed from AIDS.

Also, as a theory

it is modifiable a.nd serves as a guidE7 to additional
investigations, observations, and descriptions of the
managing care process for the.se bereaved individuals.
Undoubtedly, there are many simila,ri ties between ga-y
male careg1vers of partners with AIDS and those individuals
in more conventional relationships who manage the care of
their terminally ill. spouses.

In fact, the Managing Care

Theory derived from this study may be applicable to many
individuals not affected by AIDS who are managing the care
of their lbved ones.

However,

to gain a

greater

understanding of the theory and to determine its usefulnes.s
for other individuals in similar situations, one must go
beyond a mere recognition of the th,eo.ry • s stages and
strategies.

The stages and strategies must be interpreted

within the context of the event.

For example,

in this

study the context of AIDS-related bereavement and the gay
partner

relation~hips

was critical in understanding the

theory and its appropriateness for the participants who
provided

car~

for a partner with AIDS.

gain an increased understanding of the

In

addition~

theo~y

to

may provide
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new insights into the impact of that care on· bereavement
outcomes.
Implications for Nursing Theory
Nursing has accepted the concept of holism as
appropriate

for

providing

car~

for

human beings.

Therefore, it is important to synthesize knowledge about
human beings from different fields of study in order to
adequately address the consequences of various biological,
psychological, and sociological factors.

The Managing Care

Theory allows for the combining of that knowledge from
different fields about human beings, thereby embracing-the
·holistic approach so important to nursing.

The Managing

Care Theory enlightens us about the caregivers and what may
potentially happen to them reg_arding their bereavement
experiences.

According to Ellis (1968), this enlightenment

about the client· is w-hat ma.ke-s a theo.ry significant for
nursing.

A theory which does not have the client a.s the

center or" fails to do something for or with a clie-nt has
little potential of contributing to the profession o£
nursing.

Th.e

Managing

Care

Theory

has

these

characteristics, thereby making it a significant theory fo_r
nursing practic.e.
This grounded theory of Managing Care suggests the
need to understand social,

cultural,

and psychological

contexts that affect ·human behavior.

Nursing theo-rie-s

which provide a framew.ork for explaining, describing, and
understanding human behavior may

benefi~

from insights that
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the Managing Care Theory provides about the effects of
cultural factors on health outcomes
resolution).

(e.g~~

bereavement

For example, in this study factors associated

with the gay culture (such as stigma) that influence the
managing care process are. identified as potentially
affecting bereavement outcomes.

Such cultural factors as

stigma, when recognized by other theorists, may strengthen
the applicability and add to the
their theories.

scop~

and usefulness of

I-n addition, an- implication for nu-rsing

theory includ~s the p6tential development of a formal
theory using as a foundation the Managing Care Theory and
its relation to bereavement.
Implications for Nursing Research
One.implication of this study for nursing research is
that the .use of th-e gro.u.nded theory a-pproach is an
effective means for nursing theory development.

Pro.ce.dure.s

of grounded theory are not discipline-bound, therefore they
can be used by nursing to investigate phenomena about which
little information is known...

This study illustrates such a

phenomenon with the bereaved male survivors o.f partners who
died from AIDS.

The

~xample

in this research of the

development of a theory that is useful to nursing about

a

relatively new area may provide an incentive for ·othe-r
investigators to be pioneers in exploring and clarifying
new phenomena through nursing research.
Managing care in the context of bereavement among men
whose·· partners died from AIDS is an under-researched area.
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Thus,

another implication for nursing research is that

nurses are in a

strategic position to conduct such

investigations, especially since they frequently encounter
the caregivers of AIDS clients.

Nearly all pa-rticipants in

this study acknowledged their interactions with nursing
personnel, whether with the bedside nurse in a hospital
setting or with the community. health nurse in the home
setting.

Pheifer and Houseman (1988) and Sowell, Bramlett,

Gueldner, Gritzmacher,

and Martin

(~991)

suggest that

nurses are in an ideal p.osition to conduc.t research on
AIDS-related bereavement with this unique· population o.f
survivors.
Another implication of this study fo.r nursing research
is the suggestion of new directions for future inquiry.
The study provides a

~pringboard

for additional researeh to

investigate the managing care/bereavement phenomenon and t.o
expand the grounded theory o.f Managing_ Gq..re.

An important

implication is that the study warrants singling out those
bereaved gay males who provided care for partners
as a result of AIDS for further research on

th~y

lost

interventions.

Implications for Nursing Practice
Nurses, particularly psychiatric mental·health .nurses,
are skilled in dealing with d-eath and dying a.nd a.re
qualified to intervene in preparatory grief work·.

o.ften,

it is the nurse wno sustains. the ca.regivers in the llospital
and in the home before and after a death.

This role is

performed by nurses who are responsible.for :r(:)utine care of

9:6

an ill. client and by those .in special areas such as hospice
care.

The theory of Managing Care

for nursing practice.

The

theory~·.

~uggests

implications

when considered within

the context of bereavement, provides a framework for
determining appropriat.e interventions ·by nurses and other
health care professionals.

The theory enables nurses to

gain insights into the strategies c.aregivers from the "gay
comm"Q.ni tyn USe to deal with pro-ble-m~s and har.dship:S 1
es.pecially grief, th.at th-ey

e-ncount~-r

in their role

a~s

primary e.aregivers for partners dyirig from AIDS.
The theory suggests th:at the kind of support needed by
the careg'ivers may differ· dep~·ndi.ng o-n the ·stag-e of the
managing care process. _ For example, pe.rsons . in Stag.e I,
Taking o.n the Care, may require fewer i-nterventions from
health care professionals.

Caregivers initially may seek

to manage the situation by themselves.

Therefo.re, they are

not in a position to freely interact with
professionals.

th~

health care

However, nurses who are awa-re o·f th-e

strategies o.ften employed in the early stages of managing
the care may strive to present themselves to careg_ivers
earlier to assist them in theil:" rol,e changes.

More:over,

they may be able tp assist with counseling Ln tbe
restructuring of the
the ·ca-regiver

relatio~ship

an;d

the

Relinqui.shing the Care,
c~-regiver

ill

that o,ften occurs between
p_a-rtn-er.

Stage

III.,

requires that the su.rvivin.g

become more involved with nurses and other health

care professionals.

In Stage III, the _survivors are lo.s.ing
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more control in their lives in dealing with-the health care
system, families, and the final loss of the partner.
Nurses who understand the implications of the third·stage
for the survivors, especially the .issue of control,· caB
intervene appropriately.

In doing. so; they may a·ffect a

more positive outcome for the survivors·as they resolve
·their gri'ef.
The Managing Care Theory provides nurses with a
framework that will guide their bereavement interventions .•
Understanding the stages of the Managing Care Theory
enables

nurses

to

consider

factors

affecting the

bereavement outcomes of gay male survivors who care for
partners with AIDS, factors which may be uncommon t·o the
more conventional grievers.
·Recommendations
The analysis of the process of mana.ging care within
the context of bereavement bas described strategies
grounded in the data that gay .male survivors of partners
with AIDS used to deal with problems in their role as
caregivers.

This study provides a b.eg:inning -framework for

nurses to research the strategies that are believed to
affect bereavement outcomes.

Through .additional research,

the Managing Care Theory is expected to be modified and
expanded.

This is in keeping with the criterion of

modifiability for grounded theory.

According to Chenitz

and Swanson (1986), grounded theory needs to be •edified
over time in order to adapt to the changing social

9:8

con-ditions.

The changes are expe.cted and recommended,

thereby producing more "grab" for the theory
Strauss, 19 67) • -

(Glaser &

"Grab" - is a term which i'ndicates that the

"theory speaks to or is relevant to the social or practic.e
world and-to persons in that world"

(Chenitz &

sw~nson,

1986., p. 13).
Recommendations from this study concerning future
research include the following questions:
1.

How is the managing care process as it relates to

bereavement outcomes o-f gay male survivors o,f partners with
AIDS similar to or different from the managing care process
of termin-ally ill partners i-n Qther non-convention-al
relationships

(e.g.,

unmarried couples or interracial

couples)?
2.

How does the sexual orientation and gender o-f

th~

interviewer affect the quality of the data and how 'the data
are analyzed?
3.

How does

th~

HIV status of

~

caregiver of a

partner with AIDS influence the caregiving and bereavement
process?
4.

How is complicated bereavement perceived by the

gay male survivors whose partners died. from AIDS?

Do

~hese

survivors-see themselves as different from other groups in
resolving their grief andjor do they see themselves at more
risk than other groups for complicated ·b-ereavement?
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5.

Do specific intervention strategies by nurses at
ma~aging

certain stages in the

care process affect the

nature of bereavement outcomes?
6.

What

social

interactions

occur

in

the

institutional environment involving the gay male caregivers
whose partners are dying from AIDS?
7.

How can nurses best a-ffect a positive bereavement

outcome for the gay males ma-naging the care of thei-r
partners with AIDS?
Summary
The emergence -of the core variable-, managing care, is
the most striking_ aspect of this

research on the

bereavement experience of gay male survivors who lost a
partner from AIDS.
theory,

The generation of the substantive

Managing Care,

frame~ork

provides a_new and different

from which to view caregivers•

strategies

potentially affecti-ng bereavement outcomes.
Three stag_es were- identified a-s parts o-f the managi-ng
care process! Stage I - - Taking on the Care, Stage II'--Sharing the Care, -and Stage III

~- Rel~nquishing

the Care.

Each stage provides new i-:nsig-hts into the decisions a-nd
conflicts e-x-perienced by the bereaved g_ay men who managed
their partners •- care.

In addition, each strategy used by

the caregivers within the stages adds to a-n increased
understanding about potential be.reavement _consequences.
Pearlin, Semple, and Turner (1988) stat_ed, "It is our guess
that even if former

car~givers

escape AIDS they will

10.0

constitute a growing group of people whose mental and
physical health will be at serious risk as a result of the
prolonged

and

intense

caregivers" (p. 517).

stress

they

experienced as

In addition, Martin (1988) concluded

that being bereaved of a lover because of AIDS is "a strong
predictor of symptoms and behaviors asE?ociated with serious
·psychological distress among gay men" (.p. 860).
T-he th.eory of Managing ca.re will

enabl~

the nurse to

better intervene_ with·the c.aregiver so that a more positive
bereavement outcome. will result.
Oerlemanns-Bunn's

(1988)

In doing so, maybe

statement that AIDS "undermi-nes

public and national health by leaving in its wake
unhealable social and individual w0und.s and inconsolable
pain and grief, 11 will not s:eem quite so dismal (p. 476).
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APPENDIX A
R~search

Subjects Advertisement

ADVERTISEMENT
-PARTICIPANTS NEEDED FOR STUDY ON AIDS-RELATED GRIEF
Requesting male survivors whose partners have died
from AIDS to participate in a research study on their
bereavement experiences. While no pay is offered ~or your
participation, findings from the study could help others
who have lost partners to AIDS and face similar experiences
as you to hav~ more positive and less negative or "bad
outcomes" from the grief process.
An open-ended interview
lasting approximately one hour will be required at an
agreed upon time and place. Confidentiality is assured.
Contact Jim. Ferrell, R.N., M.N. (Ph.D~ doctoral
student at the Medical College of Georgia).
Phone:
Address:

Jim Ferrell
Assistant Professor of Nursing
University of South Carolina at Spartanburg
Spartanburg, South Carolina
29303
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APPENDIX B
Human Assurance Committee Approval Form
The Human Assurance Committee of the Medical College
of Georgia granted continuation approval on November 25,
1991.
The protocol was approved through November, 1992.
See the following page for the approval letter.

115

Human Assurance Committee
Institutional Review Board

November 25, 1991

Jim Ferrell, RN, MS

RE:

"Managing Care: Its Impact on Bereavement Resolution in Male Survivors who Cared for a Partner
Dying of AIDS"

CONTINUATION APPROVAL DATE:
FILE NUMBER:

November 25, 1991

89-02-170

Dear Mr. Ferrell:
In response to your submitted HAC-107 form "Request for
Continuation of HAC Approval", you have indicated that the
study is still active since the last date of review. The
HUMAN ASSURANCE COMMITTEE has approved -the protocol
through next November, 1992 in accordance with the DHHS
policy and the institutional assurance on file with the
DHHS.
If there should be any modifications in the project before
the date of the next annual review (November, 1992),
please submit a memo ·requesting approval for an amendment
to the protocol immediately. Projects should be submitted
for review before the anniversary date.

Georges. Schuster, D.D.S.,
Chairman
HUMAN ASSURANCE COMMITTEE

.D.

Augusta, Georgia 30912-4810 (404) 721-3110
An Affirmative Action/Equal Opportunity Educational Institution
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APPENDIX CConsent Form
Managing Care: Its Impact on Bereavement
Resolution in Male Survivors Who Cared for a
Partner Dying With AIDS
Jim Ferrell, R.N., M.N.
P;h.D. Candidate, Medical College of Georgia
I have been invited to participate in a research study
which will seek to describe the experiences of men within
the context of caring for a partner with AIDS·and to
explore factors that contribute to complicating a
significant loss. I have been asked to participate because
I am the survivor of a partner with AIDS.
I understand
that thi$ participation is voluntary and that I may
withdraw' my consent to participate at anytime.
I
understand that I am one of 10 to 15 people to participate
in this study.
The procedures are as follows:
The interviewer will
come to my home or meet with me at a mutually agreed upon
time and place.
An open-ended interview will be conducted
with discussions about my _present health, relationship with
the decedent, bereavement and care-giving experiences, the
way I cope with problems, and any other issues I wish to
communicate relative to my bereavement.
The interview
will/will not be audio tape recorded.
The interview will
require approximately one (1) hour.
I understand that matters regarding grief of a loved
one are often difficult emotionally to discuss·, however, no
additional discomfort or stresses are anticipated from this
interview.
I realize I am under no obligation to respond
to any question should I feel uncomfortable during the
interview process.
Apart from some possible discomfort
with questions no other foreseeable risks or discomforts
are contained in this study.
I understand that I will receive no payment or be
charged for my participation in this study.
I may receive
some comfort benefits from the study by having the
opportunity to express my needs and problems encountered in
the grief process.·
I understand that the result of my participation will
be confidential and my name will not be used in any release
of the data in any form without my prior consent.
The
interview forms will contain only a number for coding
purposes.
Audio tapings, if used, will be erased at the
completion of the study.
I have received an oral description of this study,
including a fair explanation of the procedures and their
purpose, any potential discomf.orts· or risks, and a
description of the possible benefits.
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I have read this document and it has been explained to
me. My qliestions have been answered satisfactorily. If I
have further questions about the study, I may call Jim
Ferrell, R.N., M.N. at
I may contact Dr.
Schuster at (404) 721- 991
ave questions about my
rights as a subject in this study.

Subject's Initials

Date

Principal Investigator's Signature

Date
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APPENDIX D
Interview Questions Asked
Early in the Study
1.

What was your relationship with your partner prior to
the illness? How did the diagnosis of AIDS affect the
relationship?

2.

What has your life been like since your partner died?
Describe your ?ereavement experiences.

3.

What were your caregiving experiences for your partner
like?
How did they influence your bereav~ment
experience?

4.

What were your grief experiences during the time you
were providing care prior to your partner's death?

5.

Describe some of the extenuating factors, obstacles, or
problems you believe complicated the grie£ process.
What were some of the adverse consequences?

6.

What has helped you most in getting through the crisis?
What were some of the strategies you used in managing
your grief?
-

7.

What kind of help would you
experiencing a ~imilar situation?

8.

Describe your experiences with your fam~ly and the
partner's family during the time of caregiving and
bereavement.

9.

Describe your experiences with the health care system.

offer

to

someone

