The Relationship of Stage of Parkinson’s Disease and Caregiver Role Strain

to Mood States of Spouse Caregivers

Virapun Wirojratana

A Master’s Research Project

Presented to
Oregon Health Sciences University
School of Nursing
in partial fulfillment
of the requirements for the degree of

Master of Science



APPROVED:

]

1

Patricia G, “Archbold, R.N., D.N.Sc., F.A AN, Professor, Research Advisor

Barbara J. Stégwart, Ph.D., Professor, Research Advisor

i3everly Hoeﬁ'er,'”R‘N., 6 Q.Sc., F. A AN, Interim Associate Dean for Graduate Studies



iii
Acknowledgments

Being a student who speaks another language is very difﬁcuit and a lot of hard
work. Without great social support, I do not think I could have accomplished my master’s
research project. I would like to acknowledge the following people who supported me
throughout this research project.

I gratefully thank Patricia Archbold and Barbara Stewart for their kindness,
patience, encouragement, support, understanding, scholarship and mentorship. I loved
every minute when I worked with Patricia Archbold and Barbara Stewart. Thanks
especially to Patricia Archbold, my advisor for her support, concern, being there and
assistance throughout my master’s program.

Special thanks to Molly Strattan, my first American friend, tutor and roommate for
her encouragement and emotional support. Thanks for the wonderful adventures exploring
the United States.

Thank you to, my parents, Chuong and Thavon Wirojratana, my sisters, my
brother and Thai friends -- their phone calls and letters-- for their love, concern and

encouragement.,



v
ABSTRACT
Title: The Relationship of Stage of Parkinson’s Disease and Caregiver Role Strain to
Mood States of Spouse Caregivers
Author: Virapun Wirojratana

Approved:’@&é M dé@g{ﬁg

Patricia G. Archbold, RN., D.N.Sc, F.A.AN.

Lot I Sopwest

Barbara J. Sr’é./wart, PhD.

This quantitative study examined the relationship of the stages of Parkinson’s
disease and caregiver role strain to the mood states of spousal caregivers. This study used
secondary data from DATEMATE (Stewart, Carter & Archbold, 1992). The sample
included 303 spouses of persons in Stage 1 (n = 67), Stage 2 (n = 175), Stage 2.5 (n = 42)
and Stage 3 (n = 19). Instruments for this study were caregiver role strain scales, POMS
subscales and the Hoehn and Yahr staging system. Reliabilities for caregiver role strain
scales ranged from .58 to .93 and POMS subscales ranged from .75 to .94. A one-way
analysis of variance (ANOVA) was used to examine the association between the stage of
PD and mood. Pearson correlations were used to examine the association between
caregiver role strain and mood. Student’s t-test was used to compare the mean POMS
scores of spousal caregivers to the mean of a normative older adult sample (Kaye et al.,
1988). This study found that spouses of persons with PD did not differ in their mood
across stage of PD. However, spouses with greater role strain reported more negative
mood. Seven dimensions of caregiver role strain and mood stage, including tension,
depression, anger and confusion, were more highly correlated for spousal caregivers of

persons with in middle stage PD than for spouses of persons in early stage PD.



Spousal caregivers of persons with PD scored lower on the POMS subscales of tension,
depression, fatigue and confusion than older adults.

Implications for nursing practice include the need for nurses caring for PD patients
to also understand the experiences of spousal caregivers of the person with PD. Nurses
should consider that spousal caregivers may experience strain and mood disturbance when

persons with PD progress to advanced stages.
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CHAPTER 1
INTRODUCTION

Parkinson’s disease (PD) is a chronic progressive neurologic disorder. The
incidence of Parkinson’s disease is 1.6 cases per 10,000 per year or 40,000 new cases
every year. The onset of symptoms occurs at a mean age of 58-62 years (Bunting &
Fitzsimons, 1994). Currently, with the rapid growth of the aging population, the trend is
an increasing prevalence of Parkinson’s disease (Linde, 1993). The elderly who have
Parkinson’s disease may have the associated signs and symptoms of tremor, rigidity,
bradykinesia, autonomic and postural distﬁrbances (Habermann-Little, 1991).

Because Parkinson’s disease is a progressive disease, a staging method has been
developed by Hoehn and Yahr (1967). In the Hoehn and Yahr staging , there are five
stages of Parkinson’s disease, each one associated with increasing disability. It is likely
that the family caregiver caring for an elder with PD has greater strain as the disease
progresses and the elder’s functional impairment increases (Carter et al., 1997). Other
studies also demonstrated that higher levels of functional impairment are related to higher
levels caregiver strain (Carey, Oberst, McCubbin & Hughes, 1991; Deimling & Bass,
1986). Family caregivers caring for an elder with Alzhemer’s disease also experience more
anxiety and depression with increased severity of illness (Lieberman & Fisher, 1995).

Spouses are expected to care for each other. Spousal caregivers were shown to
have more role responsibilities than did adult child caregivers (Barnes, Given & Given,
1992). The spousal caregiver had more strain than other caregivers (Cantor, 1983). Many
studies show a relationship between caregiver strain and caregiver psychological distress.

Family caregivers caring for an elder with Alzheimer’s disease experiences more strain,



depression and anxiety as the disease progresses (Fisher & Liberman, 1994; Neundorfer,
1991; Vitaliano et al.,1991). Family caregivers caring for persons with cancer also
reported more strain and fatigue with increased demands on their schedule (Jensen &
Given, 1991). Because caregiver strain increases with the higher stages of PD, it is
possible that spousal caregivers may also report greater psychological distress as stages of
PD increase. The purpose of this study is to examine the relationship of the stage of PD

and caregiver role strain to mood states of spouses of a person with PD.



CHAPTER 2
REVIEW OF THE LITERATURE

The search strategy used to identify literature reviewed included the text words:
(a) POMS, depression, anxiety and fatigue with stage of Parkinson’s disease, functional
status, functional impairment, strain, burden, and disability; (b) Parkinson with spouse,
caregiving, strain; and (c) Hoehn & Yahr with spouse. The search procedures were
expanded by using the author search including Zarit, S.H., Deimling, G. T., Montgomery,
R.J. V., Borgatta, E. F., Given, B. A., Given, C. W., Lawton, M. P, Pearlin, L. L,
Cartor, M. H., Robinson, B. C., and Mui, A. C. The following years were searched: in
Medline 1966 through May 1996; CINAHL 1982 through March 1996; Health 1975
through December 1995, and PsychoINFO 1984 through June 1996. These search
strategies identified 593 non overlapping articles. The criteria for choosing the articles
included in this review were: (a) the relationship between caregiver role strain and
caregivers’ mood, or (b) the relationship between the elder’s functional impairment and
caregivers mood. Fourteen articles were included in the literature review.

The review of literature will focus on 3 concepts: a) The stages of Parkinson’s
disease b) caregiver role strain and ¢) mood states, and their relationship to stage of

disease and strain.

The Stages of Parkinson’s Disease

Parkinson’s disease was first described in 1819 by Dr. James Parkinson.
Parkinson’s disease is a movement disorder characterized most frequently by tremors,
muscle rigidity and slowness of movement (Lannon, Thomas, Bratton, Jost & Lockhart-

Pretti, 1986). In 1967, Hoehn and Yahn (1967) described five stages of Parkinson’s



disease. These stages are:
Stage 1: Unilateral disease with minimal or no functional impairment
Stage 2: Bilateral disease without impairment of balance
Stage 3. Moderate bilateral disease, some impairment of balance and walking
Stage 4: Severe disabling disease with markedly impaired balance and walking
Stage 5: Completely immobile; confined to bed or wheelchair
By definition, persons with Parkinson’s disease in Stages 1, 2 and 3 are minimally disabled
and persons in Stage 4 and 5 are severely disabled (Hoehn & Yahr, 1967).

Caregiver Role Strain

The concept of caregiver role strain was developed from qualitative research with
caregivers to older persons and Role Theory ( Archbold & Stewart, 1992). This concept
focuses on the family caregiver role. Providing care to a family member can cause strain,
which may have a strong negative effect on the caregiver and family. An early qualitative
study of family caregiving identified nine dimensions of strain for which measures were
developed (Archbold, Stewart, Greenlick & Harvath, 1992); a tenth dimension was added
later. Currently, 10 measures of caregiver role strain are used; strain from direct care, lack
of resources, worry, role conflict, economic burden, mismatched caregiving role
expectations, increased tension, feelings of being manipulated, frustration from
communication problems, and global strain scale (Carter et al., 1997).

Mood

Mood refers to “ a sustained emotional state that modulates a person’s perception

of himself or herself and his or her surroundings” (Coffey & Cumming, 1994, P.10).

Affect is used to describe the emotional tone of a person’s internal feeling such as elation,



happiness, pleasure, frustration, anger, or hostility (Cook & Fontaine, 1991). The two
states usually change together. Mood and affect may influence behavior in a particular
situation. McNair, Lorr and Droppleman (1971) developed the Profile of Mood States
(POMS) for measuring a person’s affect and mood over the previous week. This
instrument measures six identifiable moods or affective states with six subscales: Tension-
Anxiety; Depression-Dejection; Anger-Hostility; Vigor-Activity; Fatigue- Inertia; and
Confusion-Bewilderment.
Relationship of Stage of Parkinson’s Disease to Mood

The potential for caregiver stress in providing home care to the person with
Parkinson’s disease increases with the progression of the disease. The functional
impairment of the person with Parkinson’s disease can cause frustration, anger and fatigue
in the caregiver (Bunting & Fitzsimmons, 1994). Bass, McClendon, Deimling and
Mukherjee’s (1994) study of 576 primary caregivers and their care recipients diagnosed
with mental impairment found higher levels of caregiver depression with increased spousal
functional impairment. Thompson, Bundek and Sobolew-Shubin(1990) studied 40 primary
caregivers of perSons with stroke. They also found higher depression levels in caregivers
of persons with higher levels of physical impairment. Wineman, O’ Brien, Nealon and
Kaskel (1993) studied 61 married couple where one spouse had multiple sclerosis. They
examined the differences in the perception of illness uncertainty between the husband and
wife and investigated how this perception influenced emotional well-being. They found
that the spouses caring for family members with more severe functional loses had more
negative moods. In contrast to the findings of these studies, Schmacher, Dodd & Paul

(1993) ina study of cancer patients and their caregivers found that the patients’



functional status did not predict caregiver depression (see Table 1). Parkinson’s disease is
more similar to multiple sclerosis and stroke which are chronic conditions that effect
function than it is cancer. The findings from these studies suggest that higher stages of PD
may be associated with more negative mood.

Relationship of Strain to Mood

The review of the literature showed a positive relationship between caregiver strain
and mood states including depression, anxiety and fatigue. Thomspon, Bundek and
Soblew-Shubin (1990) explored the relationship between caregiver burden and depression
in a sample of 40 caregivers of stroke patients. This study found that caregivers who
reported greater burden also reported higher depression. Lawton, Moss, Kleban,
Glicksman & Rovine’s (1991) study of 330 spouses and adult caregivers found that
caregiver burden was associated more highly with depression than with caregiver positive
affect. Fisher & Liberman’s (1994) study of 67 patients with Alzheimer’s disease and their
caregivers found that higher levels of caregiver strain were associated with higher levels of
caregiver anxiety and caregiver depression. Glodstein, Regnery and Wellin (1981)
examined the role of caregivers of patient with chronic illness. Using a sample of 30
caregivers, they found that increasing demands of caregiving and caregiving difficulty are
associated with higher level of caregiver fatigue. O’Brien, Wineman and Nealon (1995) in
a study of 61 caregiver of person’s with Multiple Sclerosis found that the caregiver’s
objective burden was positively associated with negative caregiver mood. However,
Schumacher, Dodd and Paul’s (1993) study of 75 families with a cancer patient found

caregiver strain did not predict caregiver depression (see Table 1).



In summary, the literature reviewed identified several studies showing relationships
among functional impairment of the ill person, caregiver strain and depression, anxiety,
and fatigue. Results of the studies using chronically ill samples consistently support the
positive relationships among functional impairment of care recipients, caregiver strain and
caregiver’s negative mood state. However, it is difficult to relate these phenomena to
caring for persons with Parkinson’s disease because each disease may have different
demands of caregiving. The studies cited use different instruments for measuring
outcomes. The review of the literature revealed no studies that investigated variables
specific to spousal caregiving of persons with Parkinson’s disease. Each stage of
Parkinson’s disease has different disabilities. Therefore, this study will explore the
relationship between the stage of Parkinson’s disease, caregiver role strain and mood of
the spouse caregiver. The nurse may then be better able to assess and target interventions
to spouse caregivers at risk for mood distress. Interventions to decrease role strain and
mood distress may be useful for both the spouse and the person with Parkinson’s disease.

Research Questions

1) How are the stages of Parkinson’s disease and caregiver role strain associated
with the mood state of spouses of persons with Parkinson’s disease?
2) How does the mood of spouses of persons in early stage Parkinson’s disease
compare to normative data on the POMS?
Based on results of analyses comparing mean role strain across Hoehn and Yahr
stage (Carter et. al, 1997), it was hypothesized that caregivers of persons at Stage 2.5 or
Stage 3 of PD would report higher mood levels in the areas of tension, depression, and

fatigue than caregivers of persons at Stage 1 or Stage 2 of PD. Levels of vigor were



expected to be lower in caregivers at Stage 2.5 and 3 when compared to caregivers at
Stage 1 and 2. No hypotheses were made for the confusion or anger scales of the POMS.
In addition, the relationship between caregiver role strain and mood state were
hypothesized as follows:
Hypothesis 1. Spouse caregivers with higher strain from worry will experience
higher tension.
Hypothesis 2. Spouse caregivers with higher strain from economic burden will
experience higher tension, fatigue and lower vigor.
Hypothesis 3. Spouse caregivers with higher strain from frustration due to
communication problems will experience higher tension and anger.
Hypothesis 4. Spouse caregivers with higher strain from role conflict will
experience higher tension.
Hypothesis 5. Spouse caregivers with higher strain from direct care will experience
higher fatigue and lower vigor.
Hypothesis 6. Spousal caregivers with higher strain from mismatched expectations
will experience higher tension, depression and anger.
Hypothesis 7. Spouse caregivers with higher strain from increased tension will
experience higher tension and depression.
Hypothesis 8. Spouse caregivers with higher strain from manipulation will
experience higher tension, depression and anger.
Hypothesis 9. Spouse caregivers with higher strain from lack of resources will
experience higher depression, fatigue, and lower vigor.
Hypothesis 10. Spouse caregivers with global strain will experience higher tension,

depression and fatigue, and lower vigor.
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CHAPTER 3
METHODS
Sample

This study was a substudy of DATEMATE (Stewart, Carter & Archbold, 1992)
and was conducted in association with the DATATOP study of the Parkinson Study
Group (Shoulson, 1992). DATATOP, a clinical trial of Deprenyl, enrolled persons in
Stages 1, 2 and 2.5 of PD who had not previously received antiparkinson medication and
who had no history of depression or dementia. Spouses of patients in DATATOP were
included in DATEMATE if they were judged by the site investigator as able to read and
write in English.

There are several reasons that spouses of PD patients were chosen for
DATEMATE. The majority of the PD patients in DATATOP were married or partnered
(82%). Currently, in the United State the likelihood of having a spouse as an elder is
increased because people are living longer and more people are married (Himes, 1992).
Also, compared to adult child caregivers, spouses are older with declining health;
therefore they may experience more difficulty in caring for an elderly person with PD
because of their own increased functional impairment.

At the beginning of DATEMATE recruitment, the DATATOP PD patients had
been in the clinical trial for up to 5 years and some had advanced beyond Stage 2.5 of PD.
Mail questionnaires were sent to spouses of persons in Stage 1, 2, 2.5, 3, and 4 of PD.
Of'these, 327 were returned. Six of the questionnaires did not meet the 75% completeness
criterion and were eliminated. Hoehn & Yahr stage scores were missing from an additional

15 cases. Because there were only 3 spouses of persons in Stage 4 of PD, these subjects
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were eliminated from the analyses. The final sample included 303 spouses of persons in
Stage 1 (n = 67), Stage 2 (n = 175), Stage 2.5 (n = 42) and Stage 3 (n = 19). Information
on demographic variables appears in Table 2. The age range of spouses was from 32 to 87
years with a mean of 63 (SD = 10). Of the 303 spouse caregivers, 219 (72.3%)were
female and 292 (96.4%) were Caucasian. More than half (52.8%) of the caregivers were
retired. More than half (52.5%) of the caregivers had attended or completed college. The
average yearly household income was in the $ 30,000- 39,999 range.

Table 2

Demographics of Sample (N = 303)

Characteristic Frequency Percent
Age
30-39 3 1
40-49 23 9
50-59 72 24
60-69 119 39
70-79 73 24
80-89 9 3
Gender
Female 219 72.3
Male 84 27.7
Race
Caucasian 292 96.4
Hispanic 3 1.0
Native American Indian 2 0.7
African American 2 0.7
Asian/Pacific Islander $) 0.7
Other 2 0.7
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Characteristic Frequency Percent
Employment status
Retired 160 52.8
Looking for employment 2 0.7
Never employment 18 319
Part-time or on call 31 10.2
Full-time 70 23.1
Education
Completed 8" grade 18 5.8
Attended high school 26 8.6
Completed high school 61 20.1
Post high school vocational 38 12.5
Attended college 63 20.8
Household income
Under  $ 10,000 8 3.0
$ 10,000- $ 19,999 33 12.5
$ 20,000- $29,999 44 16.6
$30,000- § 39,999 49 18.5
$ 40,000- $ 49,999 41 15.5
$ 50,000- § 74,999 52 19.5
$ 75,000- $ 99,999 23 8.7
5 5.7

$ 100,000 or more
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Instruments

The instruments used in this study were caregiver role strain scales (Stewart &
Archbold, 1986), the Profile of Mood States (POMS) (Mc.Nair, Lorr & Droppleman,
1971) and the Hoehn and Yahr staging scale (Hoehn & Yahr, 1967).

Caregiver Role Strain Scales. Caregiver role strain has been defined by Archbold

and Stewart (1995) as the “ felt difficulty in performing the caregiver role”(p.5). The 10
caregiver role strain scales contained in The Family Caregiving Inventory were used to
measure this concept. Caregiver role strain scales measure strain from: direct care (51
items), frustration from communication problems (3 items), lack of resources (5 items),
worry (12 items), role conflict (11 items), economic burden (4 items), mismatched
expectations (5 items), increased tension (4 items), feelings of being manipulated

(4 items), and global strain (4 items). The caregiver role strain scales use a 5-point

response format and usually include the response options not at all (0), a little (1), some

(2), quite a bit (3), and a great deal (4). Reliability and validity evaluation of all but the
frustration from communication scale was performed with 78 caregivers ( Archbold,
Stewart, Greenlick & Harvath, 1990). Cronbach’s alpha reliability for seven of the nine
strain scales ranged from .64 to .94; for two scales Cronbach’s alpha was not computed
because of legitimate missing responses. The correlational stability of these scales over an
8-month period ranged from .62 to .80.

Support for construct validity was obtained by testing the hypothesized
relationships between strain and mutuality and preparedness. As predicted, higher scores
on mutuality and preparedness were associated with lower strain from direct care,

increased tension, and global strain. In addition, mutuality was associated with lower
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strain from feelings of being manipulated, mismatched expectatiéns and role conflict.
Further, higher levels of preparedness were associate with lower strain from worry.

Archbold et al. (1995) studied the PREP system of nursing interventions. This was
a pilot test with a sample of 22 families caring for older members. The internal consistency
of the role strain scales was measured in this sample using Cronbach’s alpha. Reliability
for the strain Scales ranged from .77 to .99.

The Profile of Mood States. The Profile of Mood States has been used to measure

mood states in a variety of populations ( McNair, Lorr & Droppleman, 1971). The POMS
is a 65-item questionnaire which contains six subscales. The subscales are: Tension-
Anxiety, Depression-Dejection, Anger-Hostility, Vigor-Activity, Fatigue-Inertia, and
Confusion-Bewilderment. The POMS uses a 5-point response format including not at all

(0), alittle (1), moderately (2), quite a bit (3), and extremely (4). The scores range from 0

to 4. Higher scores in subscales other than Vigor reflect mood state distress. Lower scores
on Vigor reflect mood state distress. Based on data from 350 male and 650 female
psychiatric outpatients, internal consistency reliability of the POMS subscales was .90 or
above. Test-retest reliability was used to assess the stability of the POMS in 100
psychiatric outpatients who continued in treatment for least 6 weeks. Test-retest
correlations over a 6-week period ranged from .65 to .74. Correlations are somewhat low
for reliability, but are what might be expected during treatment. The concurrent validity of
the POMS was supported by correlations with other instruments such as the Hopkins
Symptom Distress Scale (r =-.21 to .83, p <.01)

Kaye et al.(1988) examined responses on the POMS in a sample of 505 persons 65

and over. The reliability of the POMS in the elderly population was demonstrated by
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moderate to high values of Cronbach’s alpha; reliabilities of six subscales were Tension
(.87), Depression (.87), Anger(.89), Fatigue (.93), Vigor (.91) and Confusion (.72). The
construct validity of the POMS was supported in this sample by correlations with
psychological well-being and competence. That ranged from -.38 to -.19 (p<.05).

Theis, Moss and Peason (1994) studied the effect of respite on distress in family
caregivers of elderly family members. This study used the POMS to measure the outcome
of respite care programs. The subjects were 130 caregivers. Cronbach’s alpha reliability
coefficients the POMS subscales for this sample were Tension (.85), Depression (.93),
Anger (.91), Vigor (.68), Fatigue (.89), and Confusion (.62).

The Hoehn and Yahr staging. Hoehn and Yahr staging is the most commonly used

method for staging Parkinson’s disease. The stages of PD range from Stage 1 through 5
and are rated by a physician or nurse practitioner. Hoehn and Yahr staging was designed
to measure the specific clinical characteristics of the disease and to classify the person with
PD according to the progression of their disease (Pentland 1991). For this study persons
with PD were in stagel, 2, 2.5 or 3. No one in stage 4 or 5 was included.

There are several reasons for choosing the Caregiver Role Strain Scales, the
Profile Mood States, and Hoehn and Yahr staging scales in this study. The literature
reviewed indicates that the reliability coefficients for the Caregiver Role Strain Scales and
POMS are adequate (.70 and above) (Polit & Hunger, 1995). The correlational stability of
those scales was above .6 indicating they are stable over time. The construct validity of
these instruments was also supported. In addition, the caregiver role strain measures have
worked well in many studies. The POMS has achieved wide acceptance as a measure of

psychological distress in a variety of healthy, physically ill and psychiatric populations.
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The Hoehn and Yahr staging scales is used worldwide for assessment and staging of
Parkinson’s disease in clinical practice.

The reliability of instruments in this study. The reliability of the Caregiver Role

Strain Scales and POMS in the 303 spousal caregivers of persons with early stage of PD
was assessed using Cronbach’s alpha. Reliability for the strain scales range from .58 to
.93. Reliabilities for POMS subscales ranged from .75 to .94 (see Table 3).

Table 3

Reliability for Caregiver Role Strain Scales and POMS Subscales (N = 303)

Scale Number of items Cronbach’s alpha

Caregiver role strain

Worry 11 .87
Economic burden 4 67
Frustration due to communication 3 91
problems

Role conflict 11 .89
Direct care 51 -
Mismatched expectations 5 .58
Tension 4 .92
Manipulation 4 93
Lack of resources 5 .85
Global strain 4 15

POMS subcales

Tension 9 88
Depression 15 94
Anger 12 92
Vigor 8 91
Fatigue 7 .92

Confusion 7 5
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Procedure

At each of 23 DATEMATE sites, coordinators, most of whom were nurses, called
eligible spouses of persons with Parkinson’s disease and asked them to participate in the
DATEMATE study. Coordinators explained the purpose of this study and asked if the
spouse was willing to participate. The coordinator mailed the survey instrument to the
spouses who were willing to participate. The envelope contained:

1. aletter describing the study and thanking the spouse for agreeing to

participate,
2. astamped, self-addressed envelope for the spouse to use in returning the
completed instrument to the investigators at the Portland site, and

3. a$10bill

The coordinator did not mention the $10 until the spouse agreed to participate in
the survey so that the money would not be an incentive for participation. The spouse was
given the money as an expression of appreciation for his or her participation. At each site,
the nurse coordinators kept a list of names and addresses of the spouses who agreed to
participate in the study. Each spouse was given a survey identification number to maintain
confidentiality. Those who did not return the survey were tracked by these numbers. When
the spouse did not return the survey, the nurse coordinator made a follow-up phone call to
make sure that spouse received the survey instrument and to offer assistance in completing
the survey if he or she had any trouble.
Data Analysis

The variables in this study are stage of PD, caregiver role strain and mood. To

examine the association between the stage of PD and mood, we used a one-way analysis
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of variance (AN OVA) with stage of PD the independent variable and mood the dependent
variable. We used Pearson’s correlations to examine the association between caregiver
role strain and mood. Finally, we used a Student’s t- test to compare the mean POMS
scores of spouse caregivers to the mean of a normative elderly adult sample.

However, there was tremendous variability in the magnitude of these 60
correlation (r = .14 to .69). Therefore, we did scatterplots for the group as a whole. In
addition, we computed the correlations and did scatterplots for early stage and middle
stage separately. Although there appeared to be general pattern in which the middle stage
correlations were larger than the corresponding early stage correlations, the presence of
outliers made it difficult to draw accurate conclusions. Therefore, we trimmed
observations that exceeded 4 standard deviations above their respective early or middle
stage mean scores, and replaced the outlying value with the next lowest score that fell

below 4 standard deviations. Then we recomputed all correlations.
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CHAPTER 4
RESULTS

Research Question 1: How are the stage of Parkinson’s disease and caregiver role strain

associated with the mood state of spouses of persons with Parkinson’s disease?

Results from a one-way ANOVA indicated that there were no significant
diﬂ‘erénces by stage of PD in mean scores on the POMS subscales measuring the mood
states of spouses of person with PD (see Table 4). The hypotheses that caregivers of
persons in Stage 2.5 or Stage 3 would exhibit more tension, more depression, more
fatigue, and less vigor than caregivers of persons in Stage 1 or Stage 2 were not
supported.

All aspects of caregiver role strain were significantly correlated (p<.05) with the
mood state of spouses of persons with PD, with 56 of the 60 correlations significant at
p<.001. Thus, all hypotheses about the relationship between caregiver role strain and
mood were supported (see Table 5). Because these corelations varied so widely, from .14
to .69, correlations between strain and mood were also compufed separately for early
sfage and middle stage. These correlations also varied markedly in magnitude with values
of correlation ranging from .09 to .73 and appeared to differ for early and middle stage.
To facilitate examination of the correlations, the following cutoffs were selected for
display in Table 6. In addition, a Z-test for independent correlations was used to compare
the early stage correlations between strain and mood to the middle stage correlation (see
Table 7). The results show that correlations between some dimensions of strain and mood
for spousal caregivers of persons in middle stage PD were significantly larger than

correlations for early stage PD.
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Of the 60 correlations between strain and mood, 34 were larger for spousal
caregivers of persons in middle stage compared to early stage. These 34 correlations were:

e Strain from being manipulated with tension, anger, depression, confusion and
fatigue.

¢ Strain from direct care with anger, tension, depression and confusion.

¢ Strain from role conflict with anger, tension, depression, confusion and vigor.

e Strain from lack of resources with anger, depression, confusion and tension.

e Strain from increased tension with depression, anger, tension and confusion.

e Global strain with tension, depression, anger and confusion.

¢ Strain from frustration due to communication problems with anger, depression,
tension and confusion.

e Strain from mismatched expectation with depression, tension and anger

Strain from worry with anger.

Of the 60 correlations between strain and mood, 8 were significantly smaller for
middle stage than early stage. The positive correlations of global strain, worry, role
conflict and economic burden with fatigue were smaller for spousal caregivers of person in
middle stage than early stage. In addition, the positive correlation of economic burden
with confusion was smaller for spousal caregivers of person in middle stage than early
stage. The negative correlation among lack of resources, direct care and worry with vigor
were smaller for spousal caregivers of person in middle stage than early stage.

The 18 correlations between strain and mood that were not significantly different
when comparing correlations of spousal caregivers of persons in middle stage to

correlations in early stage were:
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* Strain from being manipulated with vigor,

*  Global strain with vigor.

e Strain from direct care with fatigue.

e Strain from lack of resources with fatigue.

e Strain from increased tension with fatigue and vigor.

e Strain from frustration due to communication problems with fatigue and vigor.

e Strain from mismatched expectation with fatigue, confusion and vigor.

e Strain from economic burden with anger, depression, tension and Vigor.,

* Strain from worry with tension, depression and confusion,

The magnitude of correlations between caregiver role strain and POMS subscales
were categorized using stem and leaf displéys and grouped by POMS subscales and stage
of PD (see Table 8). The correlations between strain and POMS are similar for tension,
depression and anger in that the typical median correlations for the early stage are .36, .35
and .34. The median correlations for tension, depression and anger for middle stage are
.54, .54 and .60, approximately .20 higher than early stage. For early stage the correlations
of strain and with tension ,depression and anger tend to be between .30 and .40 with an
average in mid .30s. For middle stage the correlations tend to range from .30 to .60, with
the typical correlation in the mid .50s or up to .60. The correlations between strain and
POMS tension, depression and anger subscales of spousal caregivers in carly stages of PD
are moderate whereas these correlations for spousal caregivers in middle stage are high.

The correlations between of strain and POMS confusion in spouses of person with
early stage tend to be in the .20s and .30s with a median correlation of .30. For spouses of

persons with middle stage PD correlations from strain and confusion tend to be in .30s and
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.40s with a median correlation of .40,

There are no differences between early and middle stage for POMS vigor
correlation with strain or POMS fatigue with strain. Vigor and strain differ somewhat,
however, in the magnitude. For vigor the correlation with strain tends to be in the .10s and
.20s a with a median correlation of -.24 to -.22, and for fatigue and strain the correlation
tend to be in the .30s and .40s. The median correlation is .37-.39.

As seen in the stem and leaf displays of correlations between strain and POMS
grouped by strain scales and stage of disease, the correlation between strain and POMS in
spousal caregivers of persons in middle stage were higher than early stage (see Table 9).
The median correlations for strain and POMS in middle stage and early stage are increased
tension .58 and .48, lack of resources .56 and .38, frustration due to communication
problem.50 and .41, global strain .50 and .39, feelings of being manipulated .46 and .31,
role conflict .39 and .26, and direct care .44 and.25.

There was on difference in the correlation of POMS with mismatched expectations
between early stage and middle stage. The correlation of POMS with mismatched
expectations tend to be in the .20s and .30s with a median correlation .24 t0.33.

There was no difference in the correlation of POMS with economic burden was
between spouses of persons with early stage and middle stage PD. The correlation of
POMS with economic burden tend to be in the .20s and .30s, with a median correlation of
30t0.22.

No difference was found in the correlation of POMS with worry between early

stage and middle stage PD. The correlation of POMS with worry tend to be in the .30s

and .40s, with the median correlation .42 to .43.
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Summary of ANOVAs on POMS Subscale by Stage of PD
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Mean
POMS df F ratio (Standard Deviation)
Subscale Stage 1 Stage 2 Stage 2.5 Stage 3
n=67 n=175 n=42 n=19
Tension 3.289 0.16 0.61 0.66 0.65 0.62
(0.58) (0.64) (0.52) (0.71)
Depression 3, 286 0.05 0.28 0.30 0.28 0.30
(0.50) (0.55) (0.40) (0.73)
Anger 3,286 0.33 0.23 0.30 0.28 0.35
(0.42) (0.54) (0.57) (0.77)
Vigor 3, 289 0.55 234 228 2.18 245
(0.85) (0.82) (0.91) (0.68)
Fatigue 3,287 0.25 0.75 0.81 0.71 0.69
(0.88) (0.83) (0.70) (0.78)
Confusion 3,287 0.07 0.50 0.53 0.54 0.56
(0.46) (0.51) (0.56) (0.67)
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Table 5

Pearson Correlations Between Caregciver Role Strain and Mood State for Overall Sample (N = 303)

Caregiver role strain POMS

Tension  Depression Anger Vigor Fatigue Confusion
Strain from worry 46 46 41 -.30 43 38
Strain from economic 32 32 24 -16" 26 25
burden
Strain from frustration 44 47 50 -26 39 36

due to communication

problem

Strain from role conflict 26 | 2 26 =B 32 29
Strain from direct care 29 27 27 -22 27 .20
Strain from mismatched 26 23 .26 -.14° 28 23
expectations

Strain from tension 53 54 55 -24 43 42

Table 5 (continued)



Table 5 (continued)
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Caregiver role strain POMS
Tension  Depression Anger Vigor Fatigne  Confusion
Strain from manipulation 40 42 51 17" 35 .36
Strain from lack of .49 46 43 -32 .56 43
resources
Global strain 44 43 45 =27 40 39
Note All but four correlations are significant at p < .001
a p< .05 (one correlation)
b p< .01 ( three correlations)
Table 6
Cut-off levels for correlation values
Correlation Magnitude
.60 and above Very high
50-.59 High
40-.49 Moderately high
.30-.39 Moderate
20-29 Moderately low
19 or less Low
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Research Question 2: How does the mood of spouses of persons in early stage

Parkinson’s disease compare to normative data on the POMS?

To answer research question 2, we compared the mean score on each POMS
subscales for this sample with normative data from an older sample (Kaye et al., 1988).
The student’s t-test results indicate that the mean mood scores of spouses of persons with
PD were significantly lower than mean scores from the sample of older adults for 12 of the
18 tests (see Table 10).

Spousal caregivers of persons with PD who were younger than 64 had significantly
lower mean scores on tension, depression and confusion than Kaye’s older sample. There
were no significant differences in anger, vigor and fatigue. Of all comparisons with Kaye’s
older sample, only the mean anger score of spouses younger than 64 was higher than the
norms, but not significantly.

Spousal caregivers of persons with PD who were 65 and older had significantly
lower mean scores on tension, depression, anger, fatigue and confusion than Kaye’s older
sample. There were no significant differences in vigor

The overall sample of spouses of persons in the early to middle stages of PD had
significantly lower mean scores on tension, depression, fatigue, and confusion than older

adults. There were no significant differences in anger nor vigor.
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CHAPTER 5
DISCUSSION
The purpose of this study was to examine the relationships of the stage of PD and
caregiver role strain with the mood states of spousal caregivers. This chapter discusses the
results in relation to the research questions and hypothesis statements. Possible
explanations of the results are also discussed. In addition, limitations of the study,
implications for practice and future research are identified.

Discussion of Research Question 1

A study of spousal caregivers to persons with PD found that caregiver role strain
increased with Stage of PD (Carter et. al,1997). Other studies which examined mood
states of caregivers of persons with chronic illness show a relationship between functional
impairment and negative mood. In this study, spouses of persons with PD did not differ in
their mood across stage of PD.

These findings may be due to the fact that this study was cross sectional. In a
cross sectional study, data are gathered at a fixed point in time. Some of spousal
caregivers may not have psychological distress from caring for persons with PD when they
responded to the questionnaire. Some distressed spouses may have discontinued
caregiving, or found methods to alleviate distress, or some may have little distress
because the person with PD is stable at that time.

All spouses in the sample were still married and willing to participate. Caregivers
in the sample reported high level of mutuality in caring for persons with PD (Carter et.
al, 1997). High mutuality is usually associated with lower levels of strain (Archbold et. al,

1990). This may have had on effect on their mood state. In addition, some participants
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may have wanted to express only positive attitudes in caring for their partners because of
social desirability bias,

In this study the participants were from higher socioeconomic class. They may
have more resources which could decrease negative mood. In the literature reviewed,
socioeconomic variables were related to depression. Results from Schulz and Williamson’s
(1991) longitudinal study of depression amoﬂg 174 primary caregivers caring a the person
with Alzheimer’s disease indicated that caregivers who had higher income had lower levels
of depression. Robinson’s (1989) study of the predictors of depression among wife
caregivers in 78 women also found caregivers with higher social status had lower levels of
depression.

As was hypothesized, when spousal caregivers of persons with PD report greater
role strain, they also report more negative mood. The findings from this study, as well as
findings from previous studies, showed that caregivers caring for persons with functional
impairment who have higher strain have more negative moods including depression,
anxiety and fatigue (Glodstein, Rgnery, & Wellin, 1981; Thomspon, Bundek & Soblew-
Shubin, 1990; Lawton,Moss, Kleban,Glickman & Rovine, 1991; Fisher & Liberman,
1994). Although all of the hypotheses tested in this study were supported, the correlations
between POMS vigor and strain were low. The reasons for this finding may be due to the
wording of POMS questionnaire. The POMS vigor subscales contains only positively
worded items whereas most of the items on the role strain scales are negatively worded.

In addition, these findings show that in the middle stage of PD caregiver role strain
is more highly correlated with POMS tension, depression anger and confusion than in the

early stage. However the correlations of strain with POMS vigor and fatigue are not
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different among spousal caregivers of persons with PD in middle and early stages.

In middle stage PD, caregiver responses to POMS subscales are more highly
correlated with strain from increased tension, lack of resources, frustration due to
communication problems, global strain, feelings of being manipulated, role conflict and
direct care than in the early stage. However, the correlation of POMS with strain from
worry, economic burden and mismatched expectations were not different among spousal
caregivers of persons with PD in the middle and early stage.

The correlation of the POMS subscales with economic burden (early stage: range
= 18 to .33, median = .30, middle stage: range = .09 to .32, median = .22) and
mismatched expectations (early stage: range = .16 to .30, median = .24, middle stage:
range .10 to .35, median = 33) were low similar among spousal caregivers in the middle
and early stage. It may be from restriction of range because economic burden has only 4
items and mismatched expectations has only 5 items. 4 of which are dichotomous. In this
study, both economic burden and mismatch expectation have low reliability .67 and .58
respectively.

Discussion of Research Question 2

The analysis of data showed that spousal caregivers of persons with PD score
lower on the POMS subscales of on tension, depression, fatigue and confusion than older
adults. It is possible that the gradual decrease in functional ability associated with PD
allowed the spousal caregiver to adapt emotionally. Rabins, Fitting, Eastham and Zabora’s
(1990) study of 32 caregivers of persons with Alzheimer’s disease and 30 caregivers of
persons with recurrent metastatic cancer interviewed them three times over a 2-year

period. The study findings showed both groups had a decline in anxiety and negative
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mood. In addition, the older spousal caregivers in this study may have more experience so
that caring for a persons with PD does not lead to mood disturbance. The study of the
psychosocial impact on 16 caregivers who were caring for persons with stroke in the 9-
months period following the stroke indicated that caregivers who had high incomes and
were older were least depressed over time (Schulz & Williamson, 1991).

Limitations of the Study

‘A limitation of this study is that it examines spousal caregivers of persons with PD
in early and middle stage so it can not be generalized to stage 4 and 5. Because this study
only examines spouses, it can not generalized to other primary caregivers.

Implications for Nursing Practice and Future Research

The findings of this study may be useful for nurses caring for spousal caregivers of
persons with PD. Based on the study findings spousal caregivers with greater strain will
experience higher mood disturbance. Seven dimensions of caregiver role strain and mood
state including tension, depression and anger were more highly correlated for spousal
caregivers of persons with PD in middle stage than for spouses of persons in early stage
PD. Therefore, the nurse can consider spouses of person in middle stage PD to be at
higher risk for strain and mood disturbance than spousal caregivers of persons with early
stage PD. Nurses should consider that spousal caregivers may experience strain and mood
disturbance when persons with PD progress to advance stages. Nurses can then provide
counseling or facilitate resources such as support groups or respite care for spousal
caregivers. These may alleviate caregiver role strain and mood disturbance.

Even though the study findings showed the average mood score of spousal

caregivers is better than that of older adults, there are some spousal caregivers whose



mood scores were high. Therefore, the nurse still needs to assess mood in spousal

caregivers and provide nursing interventions to decrease mood disturbance as appropriate.

Recommendation for further research are as following:

1) Research using primary caregivers of persons with PD in all stages including

2)

stage 1, 2, 2.5, 3, 4 and 5 to futher understand the relationship of strain and
mood disturbance of family caregivers of persons with PD.

Research regarding the predictors of caregiver role strain as mutuality and
preparedness in caregiver of persons with PD. This finding will guide nursing
practice to prevent negative consequences of caregiving in caregivers of person

with PD.
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