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ABSTRACT

Caring for a wife with Parkinson's disease is a multifaceted experience.
Caregivers are faced with the daily challenges of impaired mobility, cognitive deficit,
changes in activities of daily living, and alteration in personality. As both spouse and
caregiver, husbands are forced to watch their wives deteriorate from this
neurodegenerative disease, accept new roles and responsibilities, and move forward as
they adapt to drastic, unexpected changes in their lives. Furthermore, there is a renewal
of commitment to their marriage, maintaining devotion and caring for their wives even
through years of debilitation and often suffering.
In this phenomenological study, 3 men caring for their wives with Parkinson's
disease were interviewed. The results of this study help to gain a better understanding of
their lived experiences so that clinicians may provide care that addresses the unique
concerns of these male spousal caregivers, establishing direction to the long-term goal of
improved health and increased life satisfaction, through specialization of resources and
sensitive outcome evaluation, for both patient and caregiver.
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CHAPTER!
INTRODUCTION
Parkinson's disease (PD) is a degenerative disorder of the basal ganglia involving
dopaminergic pathways of the substantia nigra, often involving atrophy and neuronal loss
in the cerebral cortex. It is a leading cause of neurologic disability in individuals over
age 60. It is estimated that there are more than 500,000 cases of PD in the U.S. (Bair,
1993), and therefore, there are a great number of PD spousal caregivers as well.
Caring for a person with PD has been described as "double jeopardy" because of
the extreme changes in activities of daily living associated with the disease and the long
duration of the illness (10-15 years before disability)(Hepburn & Gates, 1988).
Day-to-day in-home care places great physical demands on the caregivers, for example,
dressing, feeding, lifting, and transporting the PD patients who have reduced or absent
mobility. Other areas of concern for spousal PD caregivers are social support, social
networking, financial well-being, and the quality of the relationship with their spouse.
Both patients and caregiving spouses report pervasive negative changes in physical
well-being and personality as the disease accelerates and intensifies changes they would
normally expect in later life (Mendelsohn, Dakof, & Skaff, 1995).
Although senile dementia of the Alzheimer's type is more common than
Parkinsonian dementia (Dura, Haywood-Niler, & Kiecott-Glaser, 1990), cognitive
impairments exist in PD patients and increase in incidence and severity as the disease
progresses (Biggins et al., 1992; Huber, Paulson, & Shuttleworth, 1988; Starkstein,
Bolduc, & Preziosi, 1989; Stern, Marder, Tang, & Mayeaux, 1993). The needs of spousal
Parkinson's disease (PD) caregivers have been overshadowed by a massive outpouring of
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literature on the effects of Alzheimer's disease (AD) on their caregivers. It is imperative
that the unique concerns of PD caregivers not be assumed by clinicians to be the same as
those of AD caregivers, but rather placed in the context of the etiology of PD and judged
accordingly. Caregivers of PD patients must cope with the effects of these cognitive
impairments and other symptoms of this slowly progressing pathology such as muscle
rigidity, bradykinesia, tremors at rest, postural abnormalities, and very often depression.
As the severity of the disease increases, patients become more dependent on their
caregivers (Lee, Merriman, Owen, Chew, & Tan, 1994).
Spouses provide the most dependable, long-term, and consistent care available to
chronically ill patients (Motenko, 1988; Stoller, 1992). While the majority of care
received by impaired elderly is given by a family member in the home (Atchley &
Miller, 1980; Rau, 1991 ; Tobin & Kulys, 1980), approximately 67% of spousal care is
provided by females (Miller & Cafasso, 1992). In-home caregiving has traditionally been
viewed as a female responsibility, and since the 1960's, studies about the effects of
caregiving on female caregivers have dominated research (Harris, 1993). Little research,
in fact, has been conducted to evaluate the effects of caregiving on the male spousal
caregiver. Such a gap in the literature leaves enormous potential for future research
investigations. The literature has exhaustively suggested that women who care for their
chronically ill spouses resound themes of isolation, guilt, anger, physical and emotional
constraints, lack of social support from family and community, depression, task
commitment, and persevering love for the disabled husband (DesRosier, Catanzaro, &
Piller, 1992; Miller & Cafasso, 1992; Worcester & Quayhagen, 1983 ; Zarit & Zarit,
1982). Much less information is available on the effects of caregiving on men. In the
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past five years, however, researchers have a growing interest in the differences among
men and women in the caregiving experience, believing that such differences may
influence the type and amount of care given in the home and the objective and subjective
outcomes with regard to patient health status and the couple's degree of life satisfaction.

Purpose of the Study and Research Question

The purpose of this study is to describe the everyday experience of caring for a
wife afflicted with PD. The findings of this study will help in establishing direction to
the long-term goal of more effective care for both caregiver and patient, and increase
understanding of perceptions of male PD caregivers toward role performance, social
networking, community resources, and the general caregiving experience. The research
question is: What is the essential structure of the lived experience of caring for a wife
with PD?

Definitions

For the purposes of this study, primary PD is defined as a progressive
neurogenerative disorder characterized by resting tremor, muscle rigidity, postural
abnormalities, autonomic-neuroendocrine symptoms, dementia, and/or poverty of
movement, developed bilaterally and alone or in combination. The diagnosis of PD is
based on history and physical examination.
A spousal caregiver is defined as an individual who provides the majority of daily
in-home care to a husband or wife diagnosed with a chronic, debilitating condition that
limits activities of daily living. The male spousal caregiver of a PD patient assists with
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activities such as feeding, bathing, dressing, ambulating, medication administration, and
medical treatment regimen.
The essential structure of the lived experience is defined as the integration and
synthesis of the common elements of an experience as described by the study
participants.

Personal Perspective of Spousal Caregiving

This study takes a phenomenological approach to qualitative research to study the
experience of caring for a wife with PD. In order to gain a richer and unbiased
understanding of the essential structure of this experience, the ·researcher identifies and
brackets pre-existing personal perspectives. The researcher recognizes and sets aside
preconceived ideas about a particular phenomenon so as to not influence the analysis of
data (Oiler, 1982).
The personal perspective of this author on caring for a spouse with a chronic
illness, specifically PD, has been much influenced by Betty Neuman's nursing conceptual
framework. Neuman's health care systems conceptual nursing model (Neuman, 1989)
regards the body as a complete system with various subparts that are closely related, so
much so that a deviation of one part will affect all others. Subsystems include
physiological, psychological, sociocultural, developmental, and spiritual factors, all of
which must remain in balance if the whole self is to function optimally. Balance is
achieved by adjusting tension-producing stimuli originating in the internal and external
environments. Neuman describes nursing's goal as helping the client to maintain
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wellness, achieve a state of equilibrium among subparts (Fawcett, 199 5;
Marriner-Tomey, 1994; McQuiston & Webb, 1995; Neuman, 1989).
Neuman's framework is based on 4 metaparadigm concepts: person, environment,
health, and nursing. Understanding these concepts assists the client(s) in achieving and
maintaining complete wellness in all areas of life (Fitzpatrick & Whall, 1989). The
wholeness of the individual is affected by variables that disrupt the balance of the whole,
i.e., stressors disequilibrate the whole. An individual experiencing stress must then apply
lines of defense which have developed throughout life to resist further disruption to self
(Neuman, 1989). The environment consists of internal and external stimuli which affect
the well-being of the person (Neuman, 1989), whereas the health component may be
defined by Neuman as a "state of well-being or illness determined by the harmonious
arrangement of ... physiological, psychological, sociocultural, spiritual, and
developmental variables" (p.260) (Fitzpatrick & Whall, 1989). Finally, nursing
contributes by keeping the client system "stable" through assessment of possible stressors
and intervention to mitigate their effects, thus re-establishing equilibrium to the person
(Fawcett, 1995).
Neuman discusses stressors that must be alleviated to remain in a healthy state.
Male spousal caregivers of PD patients are faced with intrapersonal stressors, such as
treatment uncertainty, their own physical and age restrictions, and anger and depression
about having to care for an ill spouse. They may also experience fear, isolation, role
change, and role conflict. Adjusting to a spouse's physical and cognitive disabilities is
challenging, and often caregivers feel strained from lack of help from the community or
other relatives. Caregivers may also encounter interpersonal stressors. These can include
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lack of social support, change in activities of daily living of the patient, lack of
information from the health care team, and altered relationships between the patient and
other family members. Extrapersonal stressors may include a lack of transportation or
financial means.

Significance of the Problem
Without specific information regarding the unique experiences of husbands caring
for their wives with PD, clinicians cannot fully integrate their needs and expectations into
a plan of care. As nurses strive to provide physical and emotional care to patients and
their families, optimizing abilities of all aggregates to maintain health and maximize
available resources within the commuity, the PD patient-caregiver dyad will benefit
through increased awareness of needs and sensitivity to all factors that affect health
maintenance.

Summary
PD can have a devastating impact on spousal caregivers. Little is known about
the caregiving experiences of male PD caregivers. It is imperative that clinicians be
aware of and sensitive to these unique experiences so that empathic physical and
psychological care may be provided to the patient-caregiver dyad as needed throughout
the course of disease. This author has recognized the influences ofNeuman's Health Care
Systems model in perceptions of caring for a spouse with a chronic illness, setting aside
biases regarding the phenomenon in question so as not to influence collection and
analysis of data.
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CHAPTER2
LITERATURE REVIEW AND CONCEPTUAL ORIENTATION

Introduction

Literature pertinent to spousal caregiving and gender differences in the caregiving
experience is presented in this chapter. More specifically, areas such as caregiver roles,
caregivers burden, social support, coping strategies, and proposed clinical interventions
are discussed. A personal perspective is included.

Parkinson's Disease

Parkinson's disease is a neurodegenerative disorder with a prevalence rate slightly
greater than 1% after age 65 (Mayeaux et al., 1995; Oertel, 1995; Tison et al., 1994), and
increases markedly with age (Bennett et al., 1996; Mayeaux et al., 1992). The cumulative
incidence of PD is lower for women than for men (Chia & Liu, 1992; Mayeaux et al. ,
1995). Significant predictors of the disease have been suggested to include significant
family history, pesticide use, and history of depression (Hubble, Cao, Hassanein,
Neuberger, & Koller, 1993; Payami, Larsen, Bernard, & Nutt, 1994). Median age of
death for those with PD is approximately 78 years (Wermuth, Stenager, Stenager, &
Boldsen, 1995), while mean duration of illness is almost 9 years (Chia & Liu, 1992).
Because of the differences in symptomatology in PD and Alzheimer's disease, a
major one being motor system dysfunction in PD patients, the burdens of PD and AD
caregivers must be examined separately. Dura et al. (1990) noted that PD patients
exhibited motor symptoms before changes in personality and cognition. These authors
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also reported that, in contrast, AD patients first demonstrate memory loss and personality
changes, with motor signs commonly appearing late in the disease course.
However, Oertel (1995) estimated that 10-30% of PD patients will become
demented to some degree in the course of the disease. Tandberg, Larsen, Nessler, Riise,
and Aarli (1995) estimated that figure to be higher, at 40%. Research has shown that the
incidence of cognitive impairment in PD is not due to the aging process, but is associated
with the disease itself (Lieberman et al. , 1979). This is supported by findings that there is
increased risk for dementia in younger patients with ideopathic PD (Breteler, DeGroot,
VanRomunde, & Hofman, 1995). It has also been suggested that in some cases of PD,
dementia may be due to an accompanying AD (Friedman & Barcikowska, 1994).
Nevertheless, both demented and non-demented PD patients exhibit cognitive slowing
involving the conscious, effortful aspects of long-term memory retrieval (Appollonio et
al. , 1994; Pate & Margolin, 1994 ).

Effects of Caring for an Elderly Individual
The interactions between PD patients and their caregiving spouses greatly affect
the physical and emotional well-being of both parties. There is evidence that
bradykinesic symptoms in PD patients are triggered by negative comments made by their
spouses in conversation, and are partially resolved when the negative interaction is
concluded (Griffin & Greene, 1994). Researchers have also found that a caregiver's
health is associated with diminished physical functioning of the care receiver (Berry &
Murphy, 1995). Haley, Levine, Brown, and Bartolucci (1987) found that primary daily
caregivers of elderly relatives seek out more medical care and use for presciption drugs
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than non-caregiving counterparts. The major predictor of self-reported health problems is
the level of self-reported caregiver stress (Roseneman, LeBrocque, & Carr, 1994). These
findings may be attributed to greater physical activity such as increased housework,
lifting and moving of the patients, and decreased rest and nutritional intake.
A new stressful lifestyle may have a negative impact on the psychological status
of the caregiver as well. Depression, most often characterized in this population by
complaints of insomnia, is prevalent among spousal caregivers of geriatric patients, and
persists even if the patient is transferred to a nursing home (Bergman-Evans, 1994).
Drinka, Smith, and Drinka (1987) studied 127 caregivers of elderly relatives, and
observed that 83% of the caregivers were depressed. Majerovitz (1995) posited that
greater memory and behavioral problems exhibited by the ill spouse were related to
greater depression experienced by the caregiver, severe dementia being the greatest
correlate for caregiver depression. It was also suggested that in those caregivers with
better skills in adaptability, hours of care were unrelated to caregiver depression.
Perhaps depression experienced by the PD patients themselves is related to the
level of depression and perceived burden of the caregiver. It has been shown that
depression and anxiety frequently coexist in PD ( Henderson, Kurlan, Kersun, & Como,
1992), and that those with early onset of the disease experience a higher rate of major
depressive symptoms (Kostic et al. , 1994 ). Others, however, have found no greater
prevalence of major depression in PD patients when compared to age- and sex-matched
physically disabled persons (Hantz, Caradoc-Davies, Caradoc-Davies, Weatheral, &
Dixon, 1994).
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Caregiver Roles

Traditionally viewed as the bread-winner and head of the household, husbands
who care for their disabled wives are suddenly forced to assume a new role that may be
threatening and even embarrassing. Role incongruence is described by Thomas (1968) as
a mismatch between the role description and the person who is required to take on that
role. If considered a "feminine" role, then caregiving requires completing "feminine"
responsibilities such as cooking, cleaning, nursing the sick, all the while completing the
usual male responsibilities required to maintain a functioning household. Kaye and
Applegate (1990) interviewed 148 male caregivers and found that study participants felt
less than adequate and sometimes incompetent at traditionally female household tasks.
Feelings of ineptness were also reported to reflect self-rated feelings of competency in
caregiver task performance. Allen (1994) evaluated gender differences in caregiving
styles among 353 spousal caregivers and reported that men were less likely to complete
"feminine" tasks or even assist their sick wives with such chores. Similar findings have
also been documented (Stoller, 1990). It has been suggested that this role incongruence
affects the male's perception of the caregiving experience and his expectations for
caregiving (Allen, 1994).
If traditionally viewed as the head of the household and the worker, it is plausible

that the male caregiver would carry the nature of this role into his new one as caregiver of
his wife. Since the beginning of their marriage, husbands often feel that it is their duty to
look after their wives and family members, that is, it is their duty to see that the family is
well provided for. Gilligan (1982) explains that women usually act out of an "ethic of
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love," whereas men often act out of an "ethic of duty." While a woman will care for her
family out of sheer concern and a nurturing instinct, a man will care for his family
because that is simply his responsibility. A qualitative study conducted by Harris (1993)
on the male caregivers of Alzheimer's disease victims reported that 5 of 15 male spousal
caregivers cared for their sick wives out of a sense of duty. These men under no
circumstances would desert their wives as a result of a sense of responsibility and
commitment to their task. Abandonment is not an option for these husbands. Harris also
reported a second group of 3 husbands whose caregiving experience was modeled after
their early learned responsibility as worker and provider. It was found that this type of
husband will often designate an office area, fully equipped with a desk and phone, to
coordinate each day's caregiving activities. Chang and White-Means (1991) posited that
while feminine tasks are not well completed by male caregivers, tasks such as providing
for transportation, social services, medical services, and handiwork are more likely to be
completed by male than female spousal caregivers. In fact, hands-on activities in general
(i.e. helping with eating, dressing, bathing, cleaning up after incontinent episodes) are
more likely to be completed by females than males, a finding that is very similar to the
common structure in any household. (Chang & White-Means, 1991 ; Horowitz, 1985 ;
Kramer & Kipnis, 1995; Stone, Cafferata, & Sangl, 1987).
There is common theme that surfaces regardless of caregiver gender. The love
and sincere commitment to the spousal relationship is a motivating factor in the
caregiving experience. Spousal caregivers of chronically ill spouses continue to report
that it is the disease they hate and it is the person they love (DesRosier, Catanzaro, &
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Piller, 1992). While men may incorporate other roles such as the worker and the dutiful
husband, husbands nevertheless have expressed that their love for their wives is enough
reason to care for them in time of illness. Again, Harris (1993) reported that 4 of their 15
subjects merged their deep emotional feelings for their marriage and their relationship
with their wives with their day-to-day responsibilities of caregiving. These particular
men reported spending a great deal of time holding their wives hands or having their arms
around them, clearly expressing the devotion and not duty felt toward the women. Some
studies found that husbands felt closer in the relationship with their wives in this new
caregiving role (Fitting, Rabins, Lucas, & Eastham, 1986; Motenko, 1988).

Caregiver Burden

It is known that long-term informal caregiving of a disabled relative has potential
to impose a great deal of burden on the caregiver (Dwyer & Coward, 1992; Pruchno &
Resch, 1989; Zarit, Reever, & Bach-Peterson, 1980; Zarit & Zarit, 1982). Research has
shown that caregiver burden is negatively associated with family member health and
well-being and perception of treatment conditions (Fisher & Lieberman, 1994; Siegel,
Raveis, Mor, & Houts, 1991). Burden is defined as distress experienced by the caregiver
resulting from having to cope with the care recipient's cognitive and physical limitations
on a day-to-day basis (Poulshock & Deimling, 1984). Emotional factors that are related
to the degree of perceived burden may include guilt, frustration, resentment, anger, worry,
depression, while physical and time constraints may also affect degree of burden
(Braithwaite, 1992; Sayles-Cross & DeLorme, 1995). Studies have shown that women
tend to report higher levels of burden related to the caregiving experience when
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compared to males (Chang & White-Means, 1991; Horowitz, 1985; Miller & Cafasso,
1992; Young & Kahana, 1989). Kramer and Kipnis (1995) found that women provided
more intensive types of care and experienced more secondary role strains than men,
possible contributing to higher levels of reported burden. Work role strains appear to be
more of a problem for female caregivers who are also employed outside the home than
male caregivers as evidenced by missed work or quitting work and the frequent
rearrangement of schedules to meet caregiving responsibilities (Anastas, Gibeau, &
Larson, 1990; Stone, Cafferata, & Sangl, 1987; Stone & Short, 1990). Although there is
no gender difference in the amount of hours spent completing care giving-related tasks,
male caregivers report a higher degree of life satisfaction than do the females , who often
report lack of sleep and time as well as fatigue to impede a more satisfying lifestyle
(Chang & White-Means, 1991). It must be noted that gender differences in
caregiving-related topics may be influenced by general gender differences in the aging
process. Elderly men have shown to be more independent and exercise more control over
their environment (Barer, 1994).
Nevertheless, husbands do experience the stressors related to caregiving. Harris
(1993) describes another category of male caregivers who are "at a crossroad." These are
the husbands who are new to the role of caregiver and admit to the highest amount of
stress that any of the other male caregivers. They are described as " in crisis," for they are
uncertain of their role and of their wives' progressing illness. Themes of frustration,
isolation, and uncertainty of being out of control are common. It is known that women
find it easier to express their feelings (Schultz, Visitainer, & Williamson, 1990), and that
it is more socially acceptable to display greater levels of emotional distress than it is for
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men. Perhaps male caregivers do not feel comfortable admitting that they may be having
a difficult time in their caregiving role and fear that the public may perceive them as
weak or incapable of juggling multiple responsibilities. Of course, it is also conceivable
that men are generally less in tune with their feelings or have a tendency toward stoicism
(Verbrugge, 1985), finding it difficult to express the frustration, anger, and related
emotions that may result from caregiving. It may simply be easier to report that they are
satisfied with their lifestyles.
Several variables affect PD caregivers' perceptions of caregiving burden.
Research has shown that in families caring for and elderly relative, family willingness, or
caregiving satisfaction, decreases over time, that individuals in lower socioeconomic
classes perceive caregiving as less burdensome than those in middle classes, and that
families caring for relatives with physical impairment were more likely to admit their
relatives into a nursing home (Worcester & Quayhagen, 1983). Phillips et al. (1995)
observed that the strongest predictors of caregiving burden were stressful, negative life
events experienced by the caregiver and the perceptions of the change in image of the
patient since the onset of their disability. These authors further propose that the strongest
predictors of caregiving quality are the care giver's perception of burden and the nature of
their role as defined by the caregiver.

Coping Strategies and Social Support

There is a recently heightened interest in what the spousal caregivers of disabled
individual need to be effective caregivers without sacrificing their own well-being and
personal life satisfaction. Ways to improve coping skills are being explored. Caregivers
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have reported wanting more advice on services available to them and their spouse
(Mudge & Ratcliffe, 1995) and the need to share their experiences through a support
network (Boykin & Winland-Brown, 1995). Monahan and Hooker (1995) argue that
there is a positive relationship between health outcomes of spousal caregivers and the
degree of perceived social support.
Zarit, Reever, and Bach-Peterson (1980) examined feelings of burden in 29
relatives (18 spouses, 11 daughters) of impaired elderly. They observed that the
self-reported burdens of caregivers were not related to the behavior problems caused by
dementia, but rather were associated with the availability of social support (i.e., frequency
of family visits per month). The authors suggest ways in which increased support could
be delivered to the caregiver: home visits by public health nurses, group meetings for
caregivers, network therapy, and the use of neighbor assistance.
Lindgren (1993) describes an "enduring" stage in the caregiving experience, the
second of 3 stages that a caregiving spouse of a person with dementia will encounter.
This stage is characterized by the employment of intense coping strategies to lessen the
burden of extensive care routines, social isolation, and mental frustration. Caregivers will
often also explore their spirituality through prayer, symbols, forgiveness , and
institutionalized spiritual guidance in decision-making to cope with the stress of
caregiving (Kaye & Robinson, 1994).
Pearlin, Mullan, Semple, and Skaff (1990) describe a stress-coping paradigm in
which different levels of stressors, internal and external support mechanisms, and
personal disposition influence outcomes of tension-producing situations. All these
factors will affect the perception of stress surrounding the caregiving experience. This
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paradigm also explains that attributes such as gender, age, and ethnicity will affect how
one responds to stress. Male caregivers have shown to employ the stereotypical coping
strategy of problem-solving, an approach that has been carried over from their work role
(Miller, 1987; Zarit, 1982), whereas other studies have not found this to be true (Borden
& Berlin, 1990). Perhaps men find refuge in non-caregiving work since male caregivers

work more hours in the labor market when compared to female caregivers (Chang &
White-Means, 1991 ). Although not studied in terms of gender differences, studies
suggest that spousal caregivers who do perceive that they have control over their lives are
more likely to have a positive affect, decreased stress, and increased life satisfaction
(Sistler & Blanchard-Fields, 1993 ; Wallhagen, 1993). Other studies demonstrate that
some male caregivers cope with role uncertainty by isolating themselves from the
community and not attending family support group meetings (Cossette, Levesque, &
Laurin, 1995; Harris, 1993 ; Miller, 1987).
Social support has shown to be a helpful coping mechanism for any
tension-producing situation in life. Pearlin et al. (1990) propose that resources such as
social, financial, and internal supports contribute to the variation in perceptions of burden
among caregivers. Interestingly, despite actual resources available, caregivers who
perceive that they have fewer resources and support and also perceive a higher degree of
burden (Kramer & Kipnis, 1995 ; Montgomery & Kamo, 1989). It is also ironic that
while women tend to report a higher degree of caregiver burden than men, female
caregivers have a broader support network than do male caregivers and are more likely to
receive emotional support than the men (Belle, 1987). Some researchers argue, however,
that it is the male caregiver who indeed has greater social support (Noelker & Wallace,
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1985; Tennstedt, McKinnlay, & Sullivan, 1989; Zarit, Todd, & Zarit, 1986). Allen
(1994) argues that perception of burden and unmet needs of caregivers is subjective, but
still has a significant impact on the caregiver reporting these feelings. That is, while
women in the caregiving role appear to be less satisfied, more stressed, and are less likely
to use a large network of support (Kramer & Kipnis, 1995) when compared to men, their
portrayal of the caregiving experience is legitimate and real from their perspective and
attempts to alleviate any burden and make the experience more satisfying and meaningful
should be made.
The incongruence in the literature regarding gender differences and social support
is vast. Women who have a greater social network tend to not take advantage of it
because they feel they should take sole responsibility in the care of their husband (Zarit et
al, 1986). Zarit and Zarit (1982) completed a study in which it was found that female
spousal caregivers of senile dementia patients are less likely to ask others for help in
caring for the patients. They feel it is their responsibility to provide all of the care and
that their children should not be expected to help. The authors also noted that caregivers
feel guilty for having to ask for help. Some studies reported that men have more help
available to them and are more likely to ask for outside assistance (Barusch & Spaid,
1989; Horowitz, 1985; Snyder & Keefe, 1985; Stoller & Cutler, 1992; Stone et al. , 1987).
Men will occasionally seek emotional support from their clergy (Harris, 1993). Still
other studies found that men use only occasional help and tend to take pride in
completing caregiving tasks by themselves (Miller, 1990; Motenko, 1988).
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Hill and Hansen (1964) list four factors that affect a family's ability to cope with
the crisis of caring for a relative with a chronic illness: a) characteristics of the event; b)
perceived threat to family relationships, status, and goals; c) resources available to the
family ; and d) past experience with the same or similar situation. It is crucial that the
clinician assesses these 4 factors to gain an understanding of the needs of the
caregiver-patient dyad, and also to determine the adjustment of the caregiver.
Assessment of these factors also lends to the generation of interventions that would be
most appropriate in facilitating further stress management.

Clinical Interventions

The needs of the PD caregiver and the patient require collaborative management,
incorporating caregiver issues such as social support, financial , physical, and emotional
demands, and change in relationship with the ill spouse. Incorporating patient issues such
as access to therapy, neurological advice, physical limitations, driving, and sexual
problems is al vital (Pentland et al. , 1992). A multidisciplinary approach has been
suggested to address social, behavioral, and communication constraints of the couple
through their experience with PD (Lee et al. , 1994).
The existing knowledge base on the caregiving experience is congruent with
nursing's views on holistic care given to a variety of populations. The needs of the
patient-caregiver dyad are assessed from a nursing standpoint in terms of the physical,
emotional, psychosocial, spiritual, cultural, and developmental aspects of an individual's
or a community's complete well-being, based on four nursing metaparadigm: person,
environment, health, and nursing. Regardless of gender, the concerns of spousal
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caregivers must be evaluated and incorporated into a plan of care by the assessing
clinician on two levels. First, the caregiver is assessed as the spouse, whose role as
husband or wife has been altered drastically. Like other couples, these spouses have
shared love, parenthood, sorrow, new beginnings, and change. Yet unique to them are
their trials surrounding the progression of the disease of their disabled spouse. The very
nature of the caregiver's social, cognitive, sexual, developmental, and physical being has
been uprooted and forced to exist in an unfamiliar and trying environment. Slowly but
eventually this new role progresses into a way of life, encompassing every aspect of daily
living, and somehow the needs of the caregiver as "husband" or "wife" become secondary
to the seemingly more crucial and more immediate needs of the patient.
Then the spouse is assessed as caregiver, whose responsibilities toward the patient
command every hour of every day. It becomes physically and emotionally exhausting to
care for a person who may not be able to walk, eat, bathe, dress without assistance. The
caregiver's ability to maintain a social or personal life is dependent upon when the patient
requires meals, medications, rest, exercise, etc.
The implications for a holistic nursing practice and practices of other health care
services are numerous based on the knowledge base that already exists. Gender-specific
assessments of caregiver well-being is crucial is the provider is to obtain an accurate
picture of the care giver's levels of burden, stress, social support, and life satisfaction.
Men and women cope with tension-producing stimuli in very different ways and express
the nature of their caregiving experience in a different ways as well. Much more is
known about the effects of caregiving on women and less is known with regards to men.
Information provided by past literature may not necessarily be generalizable to both
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sexes. Harris ( 1993) states that there is a great need for gender-sensitive services for
caregiving husbands that specifically address the isolation and role incongruence among
these men. This author goes on to explain that male caregivers "at the crossroads," or
who exhibit a great deal of stress in the early stages of their caregiving role, should be
targeted for male-oriented support groups. Other authors have also suggested support
groups for husbands of disabled wives (Kaye & Applegate, 1990; Mosely, Davies, &
Priddy, 1988). The format of the support group is also important, as men respond better
to educational programming (Harris, 1993 ). Stress reduction workshops may be helpful
for caregivers and patient-sitting networks could be developed to allow the caregiver
periods of personal time. For men who are not willing to attend formal support sessions,
other network programs may be useful either over the phone or even on the computer. It
is important to educate and support those who support the caregivers. Whether it be other
family members, the clergy, community-based programs, or health care providers,
information on gender differences in the caregiving role must be disseminated. Lastly,
more accessible and affordable in-home respite services should be made available to both
male and female caregivers.

Summary

As the elderly population is living longer and the costs of long-term medical care
are rising, the experiences and unmet needs of the informal spousal caregiver should be
closely scrutinized. The PD male spousal caregiver must assume a great number of new
responsibilities when caring for the PD patient. He is faced with a variety of new
concerns, such as immobility, cognitive degeneration, and depression of the patient.
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Other factors such as social support and finances may affect the physical and
psychosocial well-being of the caregiver as well. This study aims at pinpointing specific
concerns of the male PD spousal caregiver so that health care professionals can introduce
management plans which focus on meeting their needs. There are significant differences
in how men and women perceive their caregiving roles and are thus reflected in how
day-to-day caregiving activities are approached. As long as gender differences exist, so
will the psychosocial, emotional, financial, and spiritual needs of male and female
caregivers. It is the responsibility of the health care provider to assess the unique
concerns of male spousal caregivers and seek out the appropriate resources to assist in
making the caregiving experience less burdensome for the caregiver and more satisfying
for both the patient and the caregiver.
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CHAPTER3
METHODOLOGY

This purpose of this chapter is to describe the research design and methodology of
this study. The sample, setting, protection of human participants, data collection, data
analysis, and issues of trustworthiness will be discussed.

Design and Methodology
This study uses a phenomenolo gical approach to qualitative descriptive research.
Phenomenolo gy as a science first arose in the early part of the twentieth century and has
since been widely utilized across a variety of disciplines. To describe a phenomenon
means to delineate its essence or illustrate the lived and unique experience of that
phenomenon (Merleau-Pon ty, 1962). Cohen (1987) states that,
"The phenomenolo gical tradition strives to be a rigorous
science in the service of humanity. This rigor involves
going to the roots or foundation, to be more clear about
what the basic concepts are and what they mean. This
science intends to provide answers to important questions
and deep human concerns" (p. 31).
The science of phenomenolo gy begins not with a theory, but rather with a
phenomenon. The experiences of individuals are valued and their views provide insight
into a unique realm of existence. Phenomenolo gy has been useful in clinical nursing
practice, as both aim at observing, interviewing, and interacting with clients so as to
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achieve a better understanding of experiences with their illness, other persons, and their
environment (Beck, 1994). Numerous nursing studies have used phenomenology to
phenomena, such as infertility (Phipps, 1993), self-transcendence in women with breast
cancer (Coward, 1990), and courage in chronically ill adolescents (Haase, 1987). Paier
(1996) described the essential structure of the experience of postmenopausal women with
vertebral fractures, describing themes of vulnerability and vigilance, contingent hope,
resilience, and pain that mark their experiences.
As a research method, phenomenology serves to systematically and thoroughly
investigate phenomena (Streubert & Carpenter, 1995). Pioneers of this approach, such as
Colaizzi (1978), have provided guidelines for systematically interpreting particular
phenomenological data retrieved in qualitative research. This approach searches for
themes, clusters, and categories in subjective data, establishing patterns and relationships
that are interwoven in a phenomenon when little is really known about that phenomenon.
As the use of qualitative research methods in nursing grows in acceptance, the
phenomenological approach has provided valuable insight into patient populations,
ultimately assisting health care professionals in providing more holistic care that is
individualized to a population that has experienced a particular phenomenon (Streubert &
Carpenter, 1995).
Little is known about the lived experience of husbands caring for their wives with
PD. Using a phenomenological approach, this study aimed at obtaining a detailed
description of their lived experiences in order to heighten awareness of health care
professionals to their issues, provide sensitive care to both patient and caregiver, and
establish empirical grounding for future research.
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Sample and Setting

A purposive sample method was used to select 3 study participants. Inclusion
criteria were as follows: Study participants were male spousal caregivers providing the
majority of in-home daily care to their wives with PD, participants must have been retired
and/or not work outside the home, participants must have been married to their wives for
at least a decade, participants spoke fluent English, diagnosis with PD must have been
made greater than 3 years prior to subject participation, and participants must have been
willing and able to fully discuss their experience.
Participants were recruited from the Southern Arizona Chapter of the American
Parkinson Disease Association , the Neurogenic Center for Communication Disorders at
the University of Arizona, and/or community caregiver support groups.
Interviews were conducted in a comfortable area in the participants' homes such
as the kitchen, the living room, or the front porch. The settings were quiet, private, and
free of distraction. Each interview took place on a weekday sometime between the hours
of 10:00AM and 5:00PM.

Protection of Human Participants

This study was proposed to the University of Arizona Human Subjects Review
Committee (Appendix A). Participation in this study is strictly voluntary. A participant
consent form was given to all participants (Appendix B). The nature of the study was
comprehensively explained to participants, and participants had the right to ask questions
and receive answers regarding the nature of the study. It was explained to participants
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that there was neither cost nor direct benefit to take part in this study, and that they could
withdraw from the study at any time.
To ensure anonymity and issues of confidentiality, pseudonyms were assigned to
participants and transcribed similarly. Any information such as names and geographical
locations that may have revealed the identity of any participant was omitted from the
transcripts. All audiotapes were safely secured in this author's home. Participants were
made aware that names and identifying information would not be transcribed, and that the
interviewer, Dr. Joan Haase, and authorized nursing personnel may have access to the
information.

Data Collection
Interviews, conducted by this author, were open-ended, unstructured, and
audiotaped with the participants' permission. Interviews lasted approximately one hour.
The initial data-gathering question was, "Please describe your experience of
caring for your wife with PD. Tell me about your thoughts and feelings related to this
experience. Keep talking until you feel you have said all you need to about this
experience." Participants were given a written copy of the data-generating question 5
days prior to the interview in order to encourage a thoughtful response. Subsequent
open-ended questions were used for clarification, to elicit further information and
elaboration, and to obtain more detail. The interviewer used field notes to document any
non-verbal information. After the participant finished speaking, the interviewer then
asked, "Is there anything else you would like to add about your experience?" If the
participant said "no," the interview was concluded. Study participants were asked about
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demographic information such age, ethnicity, education, employment status, wife's age,
number years of marriage, and number of years since wife's diagnosis.

Data Analysis

Completed interviews were reviewed, transcribed, and compared to assure
accuracy. Any non-verbal information from field notes were also transcribed. Colaizzi's
(1978) steps for phenomenological analysis of interview data were followed in this study:
a) acquisition of meaning through listening to and transcribing interviews; b) extraction
of significant statements; c) restatement of significant statements into a more general
form; d) formulation and validation of restatements and meanings; e) organization of
themes, clusters, and categories; f) organization of themes, theme clusters, and theme
categories into an exhaustive description; g) statement of essential structure; and h)
validation of structure by study participants.

Trustworthiness

The trustworthiness of a phenomenological study may be assured using the
following criteria as described by Guba and Lincoln (1989).

Credibility

Similar in nature to internal validity, credibility attempts to match constructed
realities of respondents and the realities described by the evaluator (Guba & Lincoln,
1989). Several techniques to ensure credibility were used in this study.
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As discussed in Chapter 2, this author provided a preconceiv ed personal
perspective , or a priori construction, on the experience of caring for an individual with
PD. This may be called progressive subjectivity , intended to provide a check on the
degree of privilege of the researcher (Guba & Lincoln, 1989). During data analysis and
creation of the essential structure, this personal perspective were revisited by the thesis
committee chair to ensure it was bracketed.
Persistent observation of a phenomeno n helps to provide a better understanding of
situations related to that phenomeno n through continuous witnessing and interaction
(Guba & Lincoln, 1989). The participation in previous studies on caregivers, specifically
PD caregivers, has enabled this author to identify relevant characteristics and elements of
this phenomeno n, increasing her awareness regarding the experiences of PD caregiving.
Guba and Lincoln (1989) describe peer debriefing as a method of "testing out"
findings with others who are considered objective. Throughou t the course of this study,
the committee chairperson , highly experienced in phenomeno logical nursing research,
was consulted extensively during the data collecting and analysis processes. Two other
committee members with knowledge about nursing research also provided direction in
the formulation of concepts identified from the data.
Finally, member checks were conducted in order to establish credibility (Guba &
Lincoln, 1989). At the conclusion of the data analysis process, study participants were
contacted by phone so that the findings of this study may be discussed with them.
Participants were encouraged to delete or add any pertinent information as they see fit.
There were no new data added nor were any changes made.
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Transferability
Transferability is similar to external validity, or generalizability, obtained through
a thick description of an experience (Guba & Lincoln, 1989). It was foreseen that a rich
account of the experience of caring for a wife with PD would be provided by participants.
Their detailed descriptions on events, feelings , and attitudes of the experiences will
undoubtedly provided valuable insight into the phenomenon, revealing information that
may be used by other researchers attempting to study the same of similar phenomena. A
rich account of their experiences may be found in Chapter 4.

Confirmability
Guba and Lincoln (1989) describe the criterion of confirmability as "[a technique]
concerned with assuring that data, interpretations, and outcomes of inquiries are rooted in
contexts and persons apart from the evaluator and are not simply figments of the
evaluator's imagination" (p. 243). To ensure confirmability, study findings were
discussed with the committee chairperson, an expert in phenomenological research.

Dependability
Dependability may be compared to the criterion of reliability, as it is concerned
with the data's stability over time. According to Guba and Lincoln (1989), this criterion
is assured through and established, trackable, and documentable process, as well as a
confirmable bookkeeping system. Data were tracked and systematically ordered on hard
copy using a the computer software Word Perfect for Windows 6.0. Analysis of the data
was sytematic, using Colaizzi's (1978) steps of phenomenological analysis, and the
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committee chairperson was consulted extensively throughout the analysis process to
validate the appropriate transitions in analysis.

Summary
Phenomenology as a qualitative research approach has shown to be useful when
studying the lived experience of phenomena. Systematic steps for analyzing data
generated from interviews provide themes, theme clusters, and theme categories to be
described in the essential structure of the lived experience. Trustworthiness of
phenomenologica l data was achieved through surveillance and maintenance of credibility,
transferability, confirmability, and dependability of the data.
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CHAPTER4
ANALYSIS OF DATA AND PRESENTATION OF FINDINGS

In this chapter a description of the sample will be presented. An exhaustive
decription will follow which is an integration of themes, theme clusters, and theme
categories derived from 230 significant statements. Five theme categories, 14 theme
clusters, and 58 themes were identified from the data obtained. The essential structure of
the experience of caring for a wife with PD will then be presented. Three husbands who
cared for their wives afflicted with PD participated in this study. All men were
interviewed in their homes, not in the presences of their wives. The wife of one
gentleman died of PD one year prior to the interview. For the purpose of maintaining
strict confidentiality, psuedonyms were assigned to each husband.

Description of Sample

All three participants were Caucasian with a mean age of 78 years and 4 months.
The mean years of education was 16.0 years. Each husband was currently retired, having
held jobs in a variety of field such as sales, engineering, and health care. Mean years of
marriage of husbands to their wives with PD equalled 39.67 years. Wives of the
participants averaged 78.33 years in age and 10.5 years since onset of Parkinsonian-type
symptoms. One participant cared for his wife in his home, one was forced to place his
wife in a nursing home approximately 10 months prior to being interviewed, and one
husband's wife died in a nursing home one year prior to participation in this study. All
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men agreed that they were not lacking in financial support required for maintenance of
their households and care of their wives.
Raymond is a soft-spoken, slow-moving gentleman who cares for his wife at
home. His wife is mostly wheelchair-bound and can barely speak as a result of her
disease process. Of all participants, Raymond revealed the most negative feelings
surrounding his experiences in caring for his wife throughout the years. As the interview
proceeded to take place on his front porch, his words were slightly above a whisper so
that his wife, inside the house, would be unable to hear. He was somewhat hesitant in his
responses, reluctant at first to reveal his feelings and thoughts. Raymond made multiple
requests that the tape recorder be turned off while he offered more personal information
about how he truly felt about his wife and her disease.
Carl had no trouble showing his feelings. His pain and great love for his wife was
evident in the tears that rolled down his face throughout the interview. Although his wife
had died, Carl relayed vivid images of the experiences in caring for his wife from the
early days of her diagnosis to the more heartbreaking final days that led up to her death.
Finally, Milton is well-educated, extremely articulate, and to-the-point. Keeping
busy with volunteer and church-related activities, Milton faithfully visits his wife in the
nursing home each day, monitoring the care that she has received there for the last 10
months. His demeanor was stoic, revealing little emotion in his descriptions, but his
discourse was rich with experiences that have forever changed his life.
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Exhaustive Description

In this section, an overall presentation of 5 theme categories and 14 theme clusters
extracted from the interview data is presented in Table 1. Each theme category will be
presented and descriptions of theme clusters will follow. Direct quotes from the
interviews are provided to enhance an understanding of the exhaustive description.

Theme Category: A Painful Challenge - Watching a Loved One Deteriorate
Watching their wives deteriorate from PD was described by participants as a
painful and challenging experience with emphasis on theme clusters (1) Witness to
Deterioration, and (2) Anguish of Duty (Table 2).

Witness to Deterioration
Each husband delivered detailed accounts of the progression of PD, from the early
days after their wives were diagnosed to more recent days of total disablility or death.
They spoke of the initial slowness of speech, decreased mobility, and subtle changes in
personality and cognitive status that eventually progressed into total dependence on
others to ambulate, eat, dress, bathe. Raymond recalled the most obvious physical
changes in his wife: "Her muscles are not as they were at one time. It's difficult for her
to stoop over and put her shoes on and so on and so forth. So I pretty much have to assist
her in that. During the past year, she is more ... dependent on the wheelchair than she
was before. Before she could walk with assistance from a walker and hold onto
furniture."

41

TABLE 1. Theme Categories and Theme Clusters

Theme Category

Theme Cluster

A Painful Challenge: Watching
a Loved One Deteriorate

Witness to Deterioration
Anguish of Duty

New Roles

Role of Caregiver
Head of the Household

Trials of Caregiving

Disruption of Normalcy
Making Sacrifices
Recognizing Self-Limitations

"In Good Times and in Bad"

Commitment Through Hardship
Preservation of Wife's Identity
Striving for Positive Outcomes

Moving Forward: Adapting
to Change

Mechanisms of Coping
Support Systems
A Job Too Big for One:
Seeking Help
Relationship with Health Care Team
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TABLE 2. Theme Cluster and Themes: New Roles

Theme Cluster

Themes

Witness to Deterioration

Rapid Disease Progression
Wife's Physical Limitations Obvious
Increased Dependence on Husband
& Increased Assistance with
Activities of Daily Living
Change in Mental Status/Personality:
This is not My Wife
Reliance on Assistive Devices
Wife's Apathy
Feeling of Helplessness
Frustration in Helplessness

Anguish of Duty

Painful to Witness Deterioration
Recollection of Heartbreaking
Moments
Rapid Disease Progression
Change in Mental Status/Personality:
This is not my Wife
Fear of the Unknown
Feelings of Inadequacy
Guilt surrounding Choices Made
Relinquishing Care
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Milton shared, "I went through the usual progression of problems with decreasing
ability on the part of my wife to speak or to swallow, with her loss of balance,
with her decreasing ability to ambulate." He further tells of more recent manifestaions of
his wife's incapacitating condition. "About 2 weeks ago she developed aspiration
pneumonia, and that really knocked the stuffing out of her. We were concerned for
awhile that we'd lose her, but she rallied ... She had a permanent gastrostomy and had a
G-tube put in."
Carl told the heartbreaking events that led up to his wife's death: "One time she
had some real abdominal pain. They decided it was the gall bladder . . . The doctor in the
hospital, I guess, decided they better operate. She came through the operation they say
okay, but she never regained consciousness." Sobbing too hard to continue, Carl
momentarily stopped the interview to regain his composure.

Anguish of Duty
The recollection of heartbreaking moments throughout the course of their
experiences with caregiving was most difficult for the husbands. They told of how
painful it was to watch their wives deteriorate, suffering through the relentless course of a
disease that would ultimately take the life of their beloved spouse. "My thoughts are that
it's very rough to be in a situation where someone you love has a disease about which you
can do absolutely nothing," explained Milton. "I think I went through all the stages of
denial and anger and bargaining and etcetera that go with the classical grieving situation.
I think finally I got to accept that fact that I was dealing with a situation about which I
could do nothing."
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Changes in their wive's personality and mental status were painful for the
husbands to witness. The women they married so long ago changed into women they
hardly recognized at times. Carl stated, "As time progressed she seemed to be less
interested in things that were going on ... As time went by, she was having a forgetful
time." Similarly, Raymond admitted, "We have seen a great personality change in
particularly the last 6 years, being stubborn and not wanting to do some of the things she
should do and I think she should do. She makes it extremely difficult."
On the other hand, Milton's recollections of his wife's lack of cognitive changes
paints a very different picture. "One thing she didn't have much of was loss of brain
function. She didn't have much dementia. This is both a blessing and a curse because she
has such a low quality of life right now, and unfortunately she knows. It would be more
merciful if she had more dementia so that she wasn't aware of the fix she's in."
Feelings of helplessness against the harsh effects of the disease were compounded
by feelings of inadequacy. Over time, each husband felt that their efforts in caring for
their wives were insufficient and that their wives would be better of if someone else could
contribute to their care. Relinquishing care was a difficult decision for both Carl and
Milton to make, but neither experienced guilt or regret in that they knew their wives
would be well cared for in the nursing homes chosen by the husbands. The anguish of
watching a wife deteriorate pervades each day in the lives of these gentlemen, for they
will forever be reminded of the struggles endured by their wives and the joyful golden
years that will never be.
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Theme Category: New Roles
Caring for a wife with PD requires the caregiver to assume new roles and new
responsibiliites. These include ( 1) Role of Caregiver, and (2) Head of the Household
(Table 3).

Role of Caregiver
As caregiver of their wives, the husbands were forced to take on multiple new
responsibiliites. Dependence on the husbands to complete activities of daily living
increased. Raymond explained, "She is almost to the point where she cannot dress
herself. She cannot turn over in bed ... It's pretty much helping her out of bed and into
the bathroom and helping her dress, particularly with the shoes ... It's pretty much a
necessity that I do the cooking and fixing the meals and washing the dishes and so forth."
Completing intimate tasks in personal hygiene were unavoidable. Milton said that his
wife's incontinence, so extreme and difficult to manage, was a major influence on his
decision to place her in a nursing home.
The husbands explained that as time progressed , caregiving responsibilities
extended to all hours of the day, as episodes of incontinence, wandering, and falls
disrupted their sleep. "She'd wake up during the night and go to the bathroom," told Carl.
"I'd try to get her to wake me up when she did get up so that I'd be aware of it, but it
didn't always work out that way . . . One morning she was missing in bed, early in the
morning. I went looking for her and found her on the floor in the living room ... I don't
know how long she'd been out of bed."
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TABLE 3. Themes Cluster and Themes: Trials of Caregiving

Theme Cluster

Themes

Role of Caregiver

Increased Dependence on Husband
& Increased Assistance with
Activities of Daily Living
Completion of Intimate Tasks
24-Hour Supervision and Care
Potential for Injury

Head of the Household

Maintenance of Housework
Assumption of "Feminine" Tasks
Total Financial Responsibility
Role as Decision-Maker
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Caring for their wives at home also posed potential for injury to their wives and to
themselves. All 3 men reported that their wives had fallen countless times as mobility
decreased. Milton recalled taking "several trips to the emergency room," and secondary
to impaired swallowing, "there were about 7 incidents where I had to use the Heimlich
maneuver because she appeared to be choking on some food."

Head of the Household
While their wives' dependence on them to complete activities of daily living
increased, the husbands were also required to assume tasks that were once completed by
their wives. "She was doing less and less around the house. She wasn't doing much
cooking. We'd usually eat out most of the time. The house was getting in relatively poor
shape," stated Carl, who learned to cook simple meals and do laundry as his wife' disease
progressed. Completion of "feminine" tasks by the husbands was a necessity to ensure
proper functioning of the household. However, none expressed feelings of bitterness or
resentment toward having to assume these new roles. Milton summed his feelings
regarding such caregiving responsibilities by stating, "I don't think there is anything
sacred about any particular role that should be performed by a male or female. It all
needs to get done and usually the things that you do are for your mutual benefit anyway.
So, it was a learning experience for me and I've never turned down a learning experience.
It was comfortable in the previous role I had where I would do certain things and she

would do certain things and comfort has to yeild to necessity. So we changed."
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Other responsibilities rendered to the husbands included finances and
decision-making. f!She is practically unable to write, so I do the check-writing and that
sort of thing," shared Raymond. Due to his wife's cognitive deficits, Carl was forced to
make important and painful decisions that would affect his wife's health, such as agreeing
to place his wife in a long-term care facility and consenting to her abdominal surgery.

Theme Category: Trials of Caregiving
The trials of caring for a wife with PD were expressed by participants as ( 1)
Disruption of Normalcy, (2) Making Sacrifices, and (3) Recognizing Self-Limitations
(Table 4).

Disruption of Normalcy
Husbands described denial of leisure and social activities as a major change in
lifestyle as their wives' disease worsened. Whether engaged in as a couple or as
individuals, there was a noticeable decrease in activities that once gave the couple
meaning and pleasure. For these 3 gentlemen, as is the case with many retired
individuals, traveling meant seeing the world for the first and last time, sharing
experiences with the a loved one. For these 3 gentlemen, PD made this impossible. With
regret in his voice, Carl told of the impact PD made on his life: "We were having some
difficulty with my wife ... She wasn't up to traveling as we had done a great deal of in
the past. She was beginning to lose interest in a lot of things that we had been interested
in before." Raymond also shares how his vacations were interrupted: "We took a trip
after the weekend she started on [Valium] ... It was about a four hundred mile trip. She
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TABLE 4. Theme Cluster and Themes: "In Good Times and in Bad"

Theme Cluster

Themes

Disruption of Normalcy

Interference of Lifestyle and Routine
Denial of Leisure
Decrease Social/Community
Involvement
Hault to Once Meaningful Activities
Anger Secondary to Change in
Lifestyle

Making Sacrifices

Strains on Relationships
Feelings ofUnappreciation
Lack of Recognition
Denial of Leisure
Anger Secondary to Change in
Lifestyle
Decreased Social/Community
Involvement

Recognizing Self-Limitations

Recognition of Physical Constraints
Efforts to Remain Strong
Unequipped for Total Care
Feelings of Inadequacy
Potential for Injury
Seeking External Resources
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couldn't stay awake more than two city blocks at a time and she'd fall asleep. So then that
was really the beginning of the Parkinson's."
Their previous day-to-day routines were dramatically disrupted as their new roles
related to caring for their wives evolved. New routines were formed as care for their
wives turned in a 24-hour job. Total household maintenance and completion of her
activities of daily living permeated each day of the husband's life, placing constraints on
old ways of life to which he had grown accustomed.

Making Sacrifices
Day-to-day care of a disabled loved one consumes the majority of personal time
and places numerous constraints on the caregiver, as expressed by the husbands of
women with PD. Denial ofleisure and time for self were usually denied the participants
as their presence in caregiving-related tasks was demanded at all hours of the day.
Husbands stated that they experienced less social and community involvement than they
would prefer during their retirement years. Stated Carl: "I'd given up a few things that I
liked to do, largely because I spent time out at the nursing home."
Husbands sometimes felt unappreciated and that their efforts all too often went
unrecognized, placing strains on the relationships with their wives and others. Raymond
often felt taken for granted: " ... I do not object and I hope I do not give her the feeling
that I am objecting her, that I resent having to [care for her]. What I do resent is some of
the ridiculous demands ... That's the hard part to handle. It's not the labor, it's not the
taking care of the house and a lot of the housework and so forth. It's the criticisms for the
things that you do do."
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Recognizing Self-Limitations

It was recognized that caregiving places emotional as well as physical strains on
the caregiver. All participants admitted feeling that they were inadequate in their abilities
and/or resources to care for their wives. Statements such as "I will try to care for her as
long as my own heart condition will allow" and "I'm of course retired and fairly well
along in years" suggest that these husbands are aware of their own limitations and need to
seek external assistance in caring for their wives. Efforts to remain "the healthy one"
were employed to ensure availability of care for the wives.
Milton described several instances when his own physical limitations complicated
by his wife's progressive disability threatened their safety. "She must have fallen literally
a thousand times over the course of four years ... The disease progressed to the point
where it was impossible to care for her anymore at home because it was too dangerous."
Potential for injury for both caregiver and patient was the motivating factor that led to the
wives' nursing home admission.
There was also a sense that someone besides themselves could do a better job at
caring for their wives. Stories of multiple falls, wandering in the middle of the night,
getting lost in the neighborhood, and episodes of dehydration were relayed by the
husbands. The husbands felt they were unequipped to provide the constant supervision
that their wives required, forcing them to seek in-home nursing care or relinquish care
completely to an extended care facility. "Along with the doctor, we decided that maybe it
was a good idea for her to be in a nursing home for awhile," explained Carl. "After she'd
been there, oh it seems to me about 2 or 3 weeks, she seemed to be progressing and
feeling a little bit better. Maybe she was getting better care there."
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Recognizing their own limitation, 2 of the husbands did not feel guilty about
having to place their wives in nursing homes although the decision was undoubtedly
difficult. Having adequate financial and medical resources, the husbands did not hesitate
to seek outside assistance (i.e. skilled nursing, hired handimen) and , in fact, found such
resources to help relieve the strains of caregiving.
Theme Category: "In Good Times and in Bad"
Despite the struggles related to caring for a wife with PD, persevering love and
devotion to the women they married, in good times and in bad, were common reflections
made by the husbands. Theme cluster included (1) Commitment Through Hardship, (2)
Preservation of Wife's Identity, amd (3) Striving for Positive Outcomes (Table 5).

Commitment Through Hardship
Despite enormous challenges as caregiver to a disabled wife, all husbands echoed
a common themes of persevering love and acceptance of duty. They spoke of strength in
the longevity of their marriage and persistent devotion to each other through the years.
Simply stated by Raymond, "You just don't get too bent out of shape about somebody
you've been with for 51 years." Every sacrifice was an act of love toward their wives. In
every action there was an underlying motive to do the best possible for their wives under
grim circumstances, making her comfortable and happy at all costs. "I guess I
concentrated on her well-being," said Carl. "Did what I thought would make her happy.
I'm very affected I suppose." For Milton, having to care for his wife was an unexpected
phenomenon, but nevertheless, is standing by his wife. With a hint of regret, he stated,
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TABLE 5. Theme Cluster and Themes: Moving Forward - Adapting to Change

Theme Cluster

Themes

Commitment Through Hardship

Persevering Love
Strength in Longevity of Marriage
Needs Secondary to Wife's
Well-being
Desire to Make Wife Happy
Recollection of Fond Memories
Acceptance of Duty
Surveillance of Care

Preservation of Wife's Identity

Preservation of Function
Maintenance of Self-Worth
Striving for Positive Health
Outcomes
Desire to Make Wife Happy
Encouraging Interests, Praising
Successes

Acceptance of the Inevitable:
Striving for Positive Outcomes

Positive Outlook on Negative
Situation
Acceptance of Duty
Perception that Experiences are
Usual
Lack of Bitterness/Resentment/Guilt
Contributions to Others
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"It's easy to think of the situation where there were so many years and you finally get to
the point where you need to enjoy your last 10, 15 years together and one of you is in a
situation where that's just not possible. So, therefore, both of you are affected by what
the disease brings."
After placement in a nursing home, husbands continued to be the surveyors of
care, ensuring the healthiest outcomes possible for their wives. Milton strongly relayed,
"Constantly I am an advocate for her and get after the people in the nursing home, who
by the way do an excellent job. Nail care and mouth care are currently 2 things they don't
do and I'm after them constantly about that. As a result, it gets done ... So I make sure
that whatever is humanly possible to be done for her can be done for her." While his wife
was in the nursing home, Carl too visited his wife regularly and faithfully kept vigil in her
hospital room during her final days. " ... I went there everyday. She liked to have my
visits, of course."
Husbands recalled fond memories of their lives together, even during the course
of the disease. Although few, they shared stories of travel and reunions with friends and
surprise parties in the nursing home. Small pleasures gave their lives meaning and
reinforced their love and dedication to their wives. Carl remembered one autumn
morning when he took his wife out of the nursing home for a drive through the city,
passing by the home they once shared together. Sadly, he said, "I just wanted to see how
she felt about that." Milton's attempts to preserve happy memories include "taking [his
wife] out to plays when she is able to go ... taking her to church when she wants to go
and to supper so she can eat outside and people-watch."
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Preservation of Wife's Identity
It was made clear that although their wives were severely disabled and not able to

function in so many ways, it was important to the husbands that their wives' identities
were preserved, allowing them to experience a sense of individuality, a sense of
accomplishment in the face of complete dependence. Raymond explained how he
encouraged his wife to complete those tasks that were realistic for a wheelchair-bound
woman, preserving what little functional ability she had left. "She still does the dusting
and takes care of as much of the housework as she possibly can." Perhaps the most vivd
explanation for the preservation of his wife's identity comes from Milton: "Gradually I
took over more and more functions. This was a tricky proposition because I wanted her
to make sure that she didn't feel I was taking things away from her. Her world was
getting that much smaller and I didn't want to add to the smallness."

Acceptance of the Inevitable: Striving for Positive Outcomes
In light of a terrible situation, husbands told of how they tried to remain positive
and hopeful, working always for a better end. They accepted their situation and the
responsibilities of caregiving which they were forced to assume without bitterness or
resentment, only looking for ways to turn a negative situation into a positive experience.
"I'm sorry, I'm very sorry that she has the condition," stated Raymond. "But she does
have things. In this situation we do the best we can. That's what I try to do." As
advocate and surveyor of care, Milton made attempts to keep a positive attitude so that
his wife might also remain hopeful. "The only thing I can do to make it better is to make
sure she's comfortable, make sure she is involved in all the decisions about her care, make
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sure that she's informed as much as possible about the day-to-day minutia that go on with
people living their lives not in an institution."
Striving for positive health outcomes was also a common theme, despite the poor
prognosis with PD. In spite of rigorous protests from his wife, Raymond makes sure that
she attends both physical and speech therapies in order to preserve function. "I try to
keep her going as much as I can."

Theme Category: Moving Forward - Adapting to Change
Efforts by husbands caring for their wives with PD to move forward and adapt to
changes in their lifestyles were made. Included in this process were (1) Mechanisms of
Coping, (2) Support Systems, (3) A Job Too Big for One: Seeking Help, and (4)
Relationship with the Health Care Team (Table 6).

Mechanisms of Coping
Many strategies to deal with the stressors of caregiving were employed by the
husbands, more noticeable in the late stages of PD. Attempts to break the monotony of
daily care-related tasks were made, and all agreed that such efforts were therapeutic for
both the caregiver and patient. Although social and community involvement were
reported to have been decreased secondary to caregiving responsibilities, times of leisure
were sometimes sought. Raymond reported, "We do a lot ... We're usually in [the city]
about 4 times a week. When we're down there, we always eat at least one meal. So that
kind of breaks up the situation." Carl stated, "I try to keep busy with a lot of activities to
avoid getting too down, shall we say." Husbands were also thankful of friends and
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TABLE 6. Theme Cluster and Themes: A Painful Challenge - Watching a Loved One
Deteriorate

Theme Cluster

Themes

Mechanisms of Coping

Attempts to Break Monotony
Seeking Leisure
Social Involvement
Support Group Participation
Hopeful for Normalcy
Seeking External Resources
Relinquishing Care

Support Systems

Support Group Participation
Social Involvement
Family and Friends

A Job Too Big for One:
Seeking Help

Seeking External Resources
Relinquishing Care
Surveillance of Care
Lack of Bitterness/Resentment/Guilt
Feelings of Helplessness
Frustration in Helplessness
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neighbors that looked in on them occasionally, maintaining some connection within their
peer group. There was a sense of hope that some sort of normalcy could be achieved in
spite of their struggles with PD.
Sometimes external resources were sought when the husbands felt that they could
no longer accomplish household- and caregiving-related tasks alone. Carl periodically
hired handimen, nursing staff, and housekeepers to "fill in the gaps" when his wife
required more care and supervision as her disease worsened. "We kept [the house] clean
by having some people come in every 2 weeks to clean it up ... I did a fair amount of
work in the yard, but not a whole lot because I did get some help." Two of the gentlemen
ultimately relinquished care of their wives to nursing homes when they felt they were no
longer able to provide proper care.

Support Systems
During the later stages of their wives' disease, the husbands found help in PD
caregiver support groups in the community. Through the sharing of experiences, they
found comfort that their situations were not unique, and others may have in fact been
dealing with worse situations. Milton spoke of his experiences: "It was helpful to me in
one sense and frightening in another because I could see other people more advanced in
their disease than my wife, and therefore told me ahead of time what was going to come
instead of waiting for it to happen." Carl's revealed that he "didn't have much to report
[to the group] most of the time" since his wife "didn't have any changes until the last
time."
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Milton also talked about "an inner source of strength and resources," that is an
internal support mechanisms, that allowed him to cope with the situation he was in. As a
result, he "was helpful to several people in the group." While strength in spirituality was
not mentioned often, one husband found support in his church community. Husbands
rarely spoke of familial support.

A Job Too Big for One: Seeking Help
Making the decision to place their wives in a nursing home was or will be a major
event in the course of their experiences with PD. While no resentment or guilt was felt
surrounding this decision, husbands found it difficult to relinquish care, admitting that it
was to exhausting and dangerous for one person to handle. "I would ask her if I could do
something, "said Milton. "Gradually she would let me do it - the cooking and the
cleaning and the looking after the house the way she looked after it before, doing other
roles that she previously assumed. This just got more and more to the point where I did
everything, and then I got to the point when I couldn't handle everything. So we had
home care come in and look after her. When we reached the point where that still didn't
take care of things and it was too dangerous to keep her at home, she went to the nursing
home."
Raymond, still caring for his wife at home, asks others for assistance in caring for
his wife on occasion. "We have one friend come over and stay with her occasionally
during the day, when I can get away and do some of the things I want to do." He also
spoke of a time when a relative provided care for 2 weeks while he travelled to visit other
family members.
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Relationship with the Health Care Team
Collaboration with the health care team was required to ensure proper
coordination of care for their wives. Visits to physical therapy, speech therapy, and
physicians were made regularly, and collaboration with in-home and extended care
facility nursing staff was continuous. Surveillance of care by the husbands was
maintained in all aspects of care coordination. It was evident that medical advice given to
the husbands was usually followed, always striving for positive health outcomes.
Generally, encounters with medical professionals were positive. However,
feelings of uncertainty toward medical advice and negative interactions with the health
care team were shared. Raymond communicated some anger when his wife was placed
on Valium in the early stages of her disease instead of a PD pharmacotherapeutic
protocol, causing a decreased quality of life as a result of harsh side effects from the drug.
As previously mentioned, Milton was forced to confront staff at the nursing home in
order to assure basic hygiene maintenance for his wife. "I imagine that there'll be some
other thing they neglect to do because they are too busy, and I'll get after them for that
until they do it." Carl shared his uncertainty toward the medical advice he was given
when his wife had abdominal surgery, a procedure from which she never woke up. "I
guess after the operation, which I didn't know if it was necessary or not. I guess the
doctor seemed to think so and it was the right thing to do. It seemed an important thing
to do it right now."
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Essential Structure

The essential structure is an integration and synthesis of the common elements of
the experiences described by study participants. The lived experience of caring for a wife
with PD is a multifaceted experience. It is a phenomenon that begins with the witnessing
of drastic physical and mental alterations of a loved one, progressing slowly at first until
one day a husband barely recognizes her as his wife. The promise to care for her in
sickness and in health made so long ago is suddenly a reality. The anguish of duty is
realized. No one ever expected it to be like this.
Caring for a disabled wife is painful to experience. Along with frightening
moments of injuries, dementia, coma, and even death, there are heartbreaking memories
of the way things were before the disease controlled their lives and of the struggles
secondary to the effects of the disease. It is difficult to come to terms with a situation that
one has little control over. For PD, there is no cure. Acceptance of the inevitable course
of PD is part of the process, as is acceptance of a caregiving responsibility that may last
for years.
Husbands are forced to assume many roles as they care for their wives - caregiver,
housekeeper, cook, driver, decision-maker, financial advisor, coordinator of care.
Around-the-clock, they watch their wives become increasingly dependent on them for
completion of activities of daily living. They regard this as their duty, but sometimes feel
unrecognized and unappreciated for their continous efforts.
As a husband cares for his wife with such a disabling illness, he begins to
question his abilities to provide proper care. Feelings of inadequacy and ineptness are

62

present, especially in the final stages of the disease when decreased mobility,
incontinence, potential for injury, and cognitive deficits are major concerns.
Self-limitations are identified, yet feelings of guilt in having to ask for help are not often
experienced. Husbands seek external resources to assist them in caregiving and
maintenance of the home when they feel they can no longer complete these tasks alone.
The relinquishing of care is a hallmark event in the caregiving process, when a husband
comes to the realization that the downhill progression of his wife's disease is becoming
increasingly rapid and that there is little he can do for her except make her as comfortable
as possible.
Surveillance of care both inside and outside the home is important for a husband.
He feels a responsibility to do everything in his power to see that his wife is well cared
for and happy, even in the face of a terrible condition. The husband oversees medical
treatment and is the link between his wife and the health care team, coordinating her care
within multiple arenas. Whether experiences with health resources are positive or
negative, he is her advocate.
Caring for a wife with PD also means reacknowledging a commitment and
undying love for her in the face of hardship. A high priority for these husbands is to
preserve her function and identity in order to give her meaning in the last years of her life.
Part of moving forward and adapting to great change is engaging in support
networking, a crucial component in the successes of a husband as caregiver. Support
through community caregiver groups, church organizations, friends , family and inner
strength is vital in the processes of achieving and maintaining emotional and physical
well-being for the caregiver. Other mechanisms of coping include seeking pleasurable
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experiences, breaking the monotony of caregiving, and seeking assistance in caregiving
and household maintenance tasks.

Validation of Findings
All participants were contacted by telephone five months after the interviews were
obtained and asked to confirm that their experience was similar to that which was
described in the essential structure. The essential structure was read as written and the
participants were asked to comment. All participants stated that the essential structure
captured their experience in caring for their wives with PD.

Summary

The experience of caring for a wife with PD was illustrated in the exhaustive
description and the essential structure. This phenomenon, as described by 3 men who
cared for thier wives, is complex. It consists of the witnessing the anguishing process of
physical and mental deterioration, assuming new roles to ensure proper functioning of the
household and quality care for the wives, employing measures to cope with such roles,
renewing commitment to the marriage, and surveying the care under all circumstances.
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CHAPTERS
DISCUSSION, IMPLICATIONS, AND CONCLUSIONS

The purpose of this study was to describe the lived experience of caring for a wife
with Parkinson's disease. Although the findings of a phenomenological study are not
meant to be generalized, the results may increase understanding of the experiences
surrounding this phenomenon in a specific group, assisting clinicians who serve this
population (Coward, 1994). The results of this study provide insight into the experience
of caring for a PD patient from a husband's point of view. This chapter discusses
methodological issues, links findings to the literature, presents implications for nursing
practice, and suggests implications for further research in this area.

Discussion of Methodological Implications

A phenomenological approach was taken in this study and was useful in
describing the lived experiences of husbands caring for their wives afflicted with PD.
Since the goal of phenomenology is to describe the human experience as it is lived
(Merleau-Ponty, 1964), the results of this study provided a means of interpreting the
nature of consciousness in 3 male caregivers and how their perceptions of their
experiences with this phenomenon influenced their actions, feelings, and thoughts.
Common themes of these individuals' expereinces were extracted from their interviews in
order to provide a richer description of what it really means to care for a wife with PD, an
experience that would otherwise be difficult to understand unless experiencing the
phenomenon first-hand.
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Each participant shared the ordeals surrounding the deterioration of his wife,
telling of increased dependence on the husband to meet her basic human needs.
Obtaining data through interviews helped to capture feelings and perspectives from these
male participants that otherwise may have been ommited using a stricter method of data
collection. It has been documented that men may already have difficulty expressing their
feelings when compared to females (Schultz, Visitainer, & Williamson, 1990), and a
more standardized and rigid forum could contribute to a tendency to suppress feelings
and thoughts. Through expressions of tears and the spoken word, participants revealed
the pain and stressors they experienced in providing and monitoring care for their wives,
descriptions that could never be as vivid using another research approach.
Phenomenology is very appropriate for nursing research which strives to
understand and improve quality of life among all populations across the continuum. The
nursing profession promotes individual expression of experience, defining individual
reality (Oiler, 1982). While nursing is concerned with physiological and psychological
alterations within the human body, it also advocates complete exploration into the human
existence so that one is better able to understand what drives individual actions and
emotions that ultimately all realms of what is called health. By better understanding
aspects of the human experience, nurses are better equipped to provide quality care and
strive for positive health outcomes, improving life satisfaction and quality.

Discussion of Conceptual Framework
This author previously identified Neuman's Health Care Systems model (Neuman,
1989) as an influence of perceptions of caregiving and related variables. Not suprisingly,
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many aspects of this nursing model reflect the experience of care giving as described by
husbands of PD patients. Neuman discusses interpersonal stressors that threaten lines of
defense protecting total health of individuals. Husbands spoke primarily of interactions
between themselves and their wives throughout the course of her illness, struggling to
maintain a loving, meaningful relationship in spite of unfortunate circumstances during
the final decades of their lives. The stressors related to caregiving as reported by
participants included increased physical deterioration and increased dependence by their
wives, struggles of time and personal constraints secondary to burdens of caregiving,
altered relationship with their wives, and negative experiences with the health care team.
Perhaps lack of familial support for these male caregivers posed as a stressor as well.
Intrapersonal stressors for these husbands may be identified as feelings of helplessness,
frustration, inadequacy, anger, unappreciation, uncertainty and fear of unknown, and role
change. It was expected that extrapersonal conflicts such as transportation and financial
constraints would exist. However, this was not supported by data received from the
participants in this study.
Client variables as domains of function, as identified by Neuman, were evident in
the participants' experiences with caregiving. The physiological system was stressed in
the physical demands of caregiving. Husbands spoke of feelings and the nature of
relationships, demonstrating the psychological variable. Next, role changes and societal
expectations of a male influenced responses on a sociocultural level. The developmental
system learned to adapt to change and alter internal and external environements to
withstand stress. Lastly, the spiritual domain was mentioned as a means of support
during difficult situations.
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Parse's theory of Human Becoming ( 1992) may also serve as a useful framework
in analyzing the data presented. Parse posits that persons make choices about what is,
have the potential to move beyond what is, and then find meaning in the experience. As
caregivers of their wives with PD, husbands chose to accept the role as caregiver as their
duty and relentless commitment to their wives. Ultimately, some chose to relinquish care
to outside facilities but never abandoning their commitment to ensure quality care and
optimal comfort. They found meaning in their daily struggles with caregiving as their
wives became sicker and then moved forward, striving for positive outcomes despite poor
prognosis. Nursing, therefore, incorporates supportive measures for the PD caregiver
rather than directs actions, as individuals' views on their health are most accurate.

Discussion of Findings in Relation to Literature
and Implications for Practice
While it is argued that naturalistic research elicits findings that are specific to time
and setting and cannot be wholly applied to another setting (Steeves, 1994), results of this
study may be used to support other research findings , assist in fully understanding the
phenomenon of caring for a wife with PD, and establish direction to apply generated
knowledge in clinical nursing practice. Implications are presented so that further
dialogue related to the lived experience of caring for a wife with PD may be initiated.

A Painful Challenge: Watching a Loved One Deteriorate
Watching their wives deteriorate was a definite process relayed in the husbands'
experiences in caring for their wives with PD, a phenomenon that has not been clearly
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documented in the literature. It has been suggested, however, that the male caregiver is
often uncertain of his wife's illness in terms of how it will progress (Harris, 1993). Also
consistent with the literature (Harris, 1993), participants shared feeling that they felt they
had no control over the inevitable course of the illness.
There is evidence that caregivers experience a higher degree of depression related
to a demanding, stressful lifestyle (Bergman-Evans, 1994; Drinka, Smith, & Drinka,
1987; Kostic et al. , 1994). Although terminology indicative of a depressive state was not
used by interview participants, husbands expressed that watching their wives deteriorate
was painful and saddening.

New Roles
Kaye and Applegate (1990) posited that male caregivers felt inadequate and
incompetent in new roles related to caregiving. Similarly, the results of this study
showed that participants felt unequipped in their caregiving efforts, resorting to external
assistance with routine household maintenance tasks and with caregiving-related
responsibilities. Not consistent with prior research, however, which suggests that male
caregivers are less likely to complete traditionally feminine responsibilities such as
cooking and cleaning (Allen, 1994; Stoller, 1990), husbands of this study reported
regularly assuming such tasks and, in fact, were responsible for 100% of the housework
in the last stages of their wives' disease. Studies have shown that hands-on activities in
general were more likely to be completed by female caregivers when compared to male
caregivers (Horowitz, 1985 ; Kramer & Kipnis, 1995; Stone, Cafferata, & Sangl, 1987).
Chang and White-Means (1991) argued that "feminine" tasks are not well completed by
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male caregivers, but were more successful than female caregiver counterparts in
completing tasks such as transportation, handiwork, and the coordination of medical
services. While the degree of adequacy in task completion was not an objective of this
study, husbands did share that they initiated and oversaw the completion of similar duties
in the interest of their wives' welfare. None of the husbands expressed that they
experienced work role constraints as a result of their new roles in care giving as other
studies have demonstrated (Anastas, Gibeau, & Larson, 1990; Stone, Cafferata, & Sangl,
1987; Stone & Short, 1990) most likely due to their age and retirement status.

Trials of Caregiving
Caregiver burden has been extensively discussed in the literature, demonstrating
its effects on the physical and emotional wellbeing of the caregiver. Feelings such as
guilt, frustration, resentment, anger, worry, and depression have been associated with the
trials of caregiving (Braithwaite, 1992; Sayles-Cross & DeLorme, 1995). With the
exception of guilt, husbands in this study relayed similar feelings of frustration in
helplessness against a terminal illness, resentment toward the lack of appreciation and
recognition for their caregiving efforts, worry and fear of an uncertain future for their
wives, and sadness as they stood by watching the disease as it slowly took its toll on their
wives. Studies have also shown that when controlled for the number of hours spent
completing caregiving-related tasts, male caregivers reported a higher degree of life
satisfaction than did females who reported increased fatigue and difficulty sleeping as a
result of the stressors of caregiving (Chang & White-Means, 1991). The participants of
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this study were not directly asked to respond to perceived degree of life satisfaction,
however, none reported difficulty sleeping or feeling exceptionally tired.
Husbands reported disruption of normalcy and making personal sacrifices as
primary trials of caring for their wives. To date, there has been no research conducted to
evaluate these aspects of caregiving from a husband's perspective.

"In Good Times and In Bad"
The literature supports the findings in this study that suggest an increased
commitment of caregiving husbands to their wives, even in the face of disabilty and
impending death. Harris (1993) reported that male caregivers felt a heightened sense of
devotion toward their wives, merging deep emotional feelings for their marriage with
their day-to-day caregiving responsibilities. Spousal caregivers have reported hating the
disease but loving the person (DesRosier, Cantanzaro, & Piller, 1992). Likewise,
participants in this study expressed a sense of persevering love and a sense of strength in
the longevity of their marriage. They felt that their own needs were secondary to the
needs of their wives, and that they would do whatever was in their power to ensure the
most optimal state of health for their wives. While other studies have not addressed this
issue, husbands in this study revealed the importance of maintaining their wives'
identities as their disease gradually consumed their every action.
Consistent with the results of studies that suggest that male caregivers act out of a
sense of duty (Gilligan, 1982), husbands expressed how they came to accept their new
roles and caregiving responsibilities until they were no longer physically able to complete
caregiving-related tasks. Harris (1993) suggested that men would never abandon their
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sick wives, for it was their duty to care for them. Again consistent with resarch,
participants in this study expressed in words and tears their undying love for and
commitment to their wives, even after care was relinquished to an external facility.
While 2 participants remained calm and sometimes stoic, one did not hesitate to
outwardly express his emotions as he cried over his wife's suffering. Research has shown
that women find it easier to express their emotional distress (Schultz, Visitainer, &
Williamson, 1990). Not all male participants in this study fit that description.
The results of this study raise questions about the implications for spousal
caregiving in the future. As the "baby boomer" generation begins its sixth decade, having
experienced the highest divorce rate in history, can society expect similar commitment in
marriages that have not experienced the benefits of longevity of marriage? Will husbands
feel a similar sense of duty toward their wives even in the face of hardship? Will
perceptions of caregiving experiences change from generation to generation?

Moving Forward: Adapting to Change
The effect of social support availability on attitudes toward caregiving has been
extensively documented. Consistent with prior research (Boykin & Winland-Brown,
1995), husband in this study felt a need to share their experiences with others in similar
situations. However, other studies have not found this to be true, suggesting that male
caregivers cope with caregiving responsibilities and role uncertainty by isolating
themselves from the community and not participating in support groups (Cossette,
Levesque, & Laurin, 1995; Harris, 1993 ; Miller, 1987). Although there is discrepency in
the literature regarding support and resource availability among men and women caring
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for family members, all participants sought external assistance with tasks such as
housekeeping, yard work, and completion of activities of daily living for their wives.
This finding is supported by some studies which argue that men are more likely to ask for
help (Barusch & Spaid, 1989; Horowitz, 1985 ; Snyder & Keefe, 1985; Stoller & Cutler,
1992; Stone et al. , 1987), but not supported by others which posit that men will only
occasionally ask for assistance, taking pride in completing tasks themselves (Miller,
1990; Motenko, 1988).
Two out 3 husbands were forced to admit their wives into nursing homes because
the dangers of caregiving became too great. Research has shown that families caring for
relatives with physical impairment are more likely to admit them into nursing homes
(Worcester & Quayhagen, 1983). These findings imply that a heightened interest by
clinicians from multiple disciplines in quality of nursing home care would be beneficial
for both patients and caregivers in the future. Improved resources and alternatives to
institutionalization for patients with physical impairment may increase caregiver life
satisfaction and decrease nursing home admissions, ultimately cutting down health care
costs for that patient.

Directions for Future Research

Findings of this study establish direction for further research of men caring for a
wife with PD. Participants in this study were Caucasian males with adequate financial
means to care for their wives. Perhaps experiences would be different across cultural and
socioeconomic lines, describing varied levels of burden and support. The expression of
the lived experience may also be different in those with limited educational backgrounds.
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Parkinson's disease is a progressively debilitating condition that results in both
physical and cognitive deficits. Further research comparing the experiences of PD
caregivers with those caring for wives with other chronic musculoskeletal degenerative
conditions such as arthritis or multiple sclerosis and organic brain disorders such as
Alzheimer's disease. It would also be helpful for clinicians when creating a plan of care
for the patient and familty if they could compare the experiences of men and women who
care for spouses with PD. Other information that could be helpful when coordinating
services across disciplines would include differences in perceptions and needs of the
caregiver-patient dyad at various stages in the disease.
Undoubtedly, the availability of social networking and external resources
influenced experiences of caregiving. Many questions are raised regarding this issue:
How would perceptions of burden and experiences be different if evaluated both before
and after participation in a PD support group? Would reported degree of support vary
between groups with men and women and only men? Would the same experiences be
described had there been more involvement and support by other family members?
Evaluation of the family system as client using either Neuman's or Parse's conceptual
frameworks would add a new dimension in understanding family dynamics and assessing
the family's ability to care for a patient with PD.
Finally, it would be helpful to evaluate availabiltiy of resources in the community
for the PD caregiver and patient, assessing potential areas where needs are unmet.
Evaluation tools specific to PD caregivers are needed so that the health care team may
better provide services to improve health and life satisfaction for both patient and
caregiver. By understanding the uniques concerns of husbands caring for their wives,
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nursing home staff may be more aware of those issues that are most important to the
husbands in the care of their wives. Research on the efficacy of information
dissemination and its effect on perceptions of caregiving experience for PD caregivers
may also be useful.

Conclusions

Findings of this study concur with existing literature that caregiving is a
multidimensional experience that requires social support and informed collaboration with
the health care team to meet the needs of Parkinson's disease caregivers. The lived
experience of caring for a wife with Parkinson's disease is unique. Caring for a wife with
such a progressively debilitating illness is a dynamic and painful process that
encompasses every thought, feeling, and action. As husbands watch their wives
deteriorate from a disease against which they have no power, they renew their love and
commitment to never cease caring for them, posing as advocate and coordinator of care.
Clinicians are challenged to provide services that are tailored to address the special issues
of husbands caring for their wives afflicted with PD, creating an environment where
treatment, education, and research in combination are utilized to establish positive health
outcomes.
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