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Background

BLUVOL A. & FORD-GILBOE M. (2004) Journal of Advanced Nursing 48(4),
322-332

Hope, health work and quality of life in families of stroke survivors

Aim. This paper reports a study to examine the relationships among hope, family
health promotion, and quality of life after stroke, by testing hypotheses derived from
the Developmental Model of Health and Nursing.

Background. Little attention has been given to the influences of family strengths on
health promotion behaviours and quality of life after stroke. The majority of studies
have focused on stroke survivors, not their spouses.

Method. A descriptive, correlational study was carried out with 40 families of
stroke survivors with moderate to severe functional impairments and their spouses.
Both partners completed the Herth Hope Index (measure of hope), the Health
Options Scale (measure of health work), the Reintegration to Normal Living Index
(measure of quality of life) and a demographic questionnaire.

Results. For both partners, moderate, positive relationships were found between
hope and health work (r = 0-52, 7 = 0-39, P < 0-01) and between hope and quality
of life (r = 0-59, r = 0:32, P < 0:05). Family health work was positively associated
with quality of life of stroke survivors (r = 0-50, P < 0-001), but not their spouses.
Spouses’ employment status, number of supports and functional independence at
discharge predicted 40-6% and 46:3% of the variance in quality of life for stroke
survivors and spouses, respectively, with the combination of hope and health work
contributing an additional 17-8% in predicting stroke survivors’ quality of life but
no additional variance to the prediction of spouses’ quality of life.

Conclusion. Theoretical relationships of the Developmental Model of Health and
Nursing were supported for stroke survivors, but the model was less useful in
explaining spouses’ experiences of hope, health work and quality of life. Findings
provide direction for identifying ‘at risk’ families and raise awareness of the con-
tribution of caregiver burden to quality of life in families of stroke survivors.

Keywords: stroke, hope, quality of life, caregiver burden, health work, Develop-
mental Model of Health and Nursing, health promotion, family

burden of stroke on individuals, families and society, there is a

pressing need to study how families cope with the conse-

Stroke is the fourth leading cause of death and a leading cause quences of stroke and resulting disability. With up to 80% of

of long-term disability in Canada (Heart and Stroke Foun- stroke survivors returning to the community (Anderson et al.

dation of Ontario 2002). Given the financial and emotional 1995), the support of family caregivers plays a key role in
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determining whether stroke survivors remain outside institu-
tions and are able to return home after rehabilitation.

Disability in an individual affects the entire family system.
Thus, families face changes associated with adjusting to the
physical, emotional and psychological consequences of
stroke, which often constrain their social roles and activities
(Clarke et al. 1999) and reduce quality of life of both stroke
survivors and their spouses (Bugge ef al. 1999). While the
burden of caregiving has been found to affect family
members’ physical and psychological well-being negatively
(Canam & Acorn 1999, King et al. 2001), caregivers have
also reported satisfaction with their lives and have expressed
positive feelings about their roles and ability to problem-solve
and cope with the stroke sequelae (Viitanen et al. 1988,
Astrom et al. 1992, King 1996, Lofgren et al. 1999,
Pilkington 1999, Hackett er al. 2000). However, little
attention has been given to identifying family strengths that
affect quality of life of both stroke survivors and spouses in
the aftermath of stroke.

Engaging in health promoting activity has been recognized
as an important strategy in maintaining independence and
quality of life (Parcel ez al. 1986). However, limited research
has addressed family experiences of living with disability,
including those associated with stroke, from a health
promotion perspective. Consequently, little is known about
factors that influence family health promotion behaviours
and how participation in such behaviours may influence
family members’ quality of life. However, the pivotal role of
families in the poststroke recovery process suggests the need
for attention to their health promotion behaviours. Under-
standing family health promotion and nurses’ role is the focus
of the Developmental Model of Health and Nursing
(DMHN) (DeMarco et al. 2000, Allen & Warner 2002,
Ford-Gilboe 2002a), a theoretical extension of the McGill
model of nursing (Allen 1983, Gottlieb & Rowat 1987,
Gottlieb & Ezer 1997), and the conceptual framework that
guided this study.

Theoretical framework and review of literature

According to the DMHN (see Figure 1), families learn how to
be healthy as they experience and deal with life events (Allen
& Warner 2002). Health work, the central concept in the
model, is an active process through which families learn ways
of coping and developing that are conducive to healthy living
over time (Ford-Gilboe 2002a). Coping is viewed as a
function of problem-solving — a process of attempting to
deal with or solve challenging health situations, while
development relates to growth-seeking behaviour seen in
the family’s ability to mobilize strengths and resources to
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Figure 1 Development Health Model of Health and Nursing
(reproduced with permisssion).

achieve health goals (Allen & Warner 2002, Ford-Gilboe
2002a). Although participation in health work has not been
studied in families of stroke survivors, families with
chronically ill or disabled members have been found to use
varied coping strategies and styles of functioning in response
to life events and situations and to engage in healthy lifestyle
behaviours to enhance quality of life (Trivette et al. 1990,
Dezzani-Martin 19935, Stuifbergen 1995).

In the DMHN, health potential, the strengths, motivation
and resources of the family and its members, is suggested to
affect engagement in health work positively (Allen 1983, Allen
& Warner 2002, Ford-Gilboe 2002a). Family strengths are the
internal capabilities of the family and its members that are
exhibited as a unique family functioning style (Allen & Warner
2002, Ford-Gilboe 2002a). Although many individual and
family strengths have been identified in the literature, few
studies have examined the relationships between specific
strengths and family health promotion behaviour. One such
strength that may facilitate the process of health work, and
ultimately improve quality of life, is hope — a basic human
response essential for life (Stephenson 1991).

Hope is a complex construct that has received considerable
attention in the literature. It has been defined as a multidi-
mensional life force, which is always present to some degree,
and is characterized by a confident, yet uncertain, expectation
of achieving a future good that is realistically possible and
personally significant (Dufault & Martocchio 1985). Hope is
thought to exert a positive effect on health by shaping health
responses, such as the ability to mobilize necessary resources
to achieve goals, thereby improving functioning or, if
restoration of functioning is not possible, promoting adapta-
tion to altered functioning (Brown 1989, Piazza et al. 1991,
Raleigh 1992).

Hope has been studied in a variety of clinical populations,
primarily in adults with cancer (Dufault & Martocchio 19835,
Herth 1989, 1993, Rustoen 1995, Post-White et al. 1996),
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but also in people with chronic disease (Raleigh 1992,
Beckerman & Northrop 1996) and in healthy populations
(Farran et al. 1990, Forbes 1994, Morse & Doberneck 1995).
In a correlational study of 50 stroke patients undergoing
rehabilitation (Popovich 1991), hope was the only significant
predictor of functional status, accounting for 14% of the
variance. Bays’ (1995) qualitative study of nine older stroke
survivors revealed that hope was a sustaining force associated
with family and spiritual connectedness and goal achieve-
ment, similar to Raleigh’s (1992) findings in a study of 90
adults with chronic illness. Increased ability to cope (Brown
1989, Herth 1989, Forbes 1994, Fowler 1995) and improved
quality of life (Post-White et al. 1996, Rustoen et al. 1998)
have been identified as consequences of hope. However, these
studies have not included stroke survivors or their spouses,
nor has the relationship between hope and individual or
family health promotion behaviours been examined.

In the DMHN, increased competence in health behaviour
and improved health status are identified as outcomes of
health work (Ford-Gilboe 2002a). Health status refers to the
functioning of the family and its members, as indicated by
concepts such as quality of life, satisfaction with family life,
or ability to engage in activities of daily living (Ford-Gilboe
2002a). Quality of life is an individual’s perception of their
position in life in the context of the culture and value systems
in which they live, and in relation to their goals, expectations,
standards and concerns [World Health Organization Quality
of Life (WHOQOL) Group 1993]. As a multidimensional
construct including at least four dimensions — physical,
functional, psychological and social (de Haan et al. 1992) —
quality of life is thought to be situation-dependent and
strongly altered by the quality of personal relationships
(Peplau 1994). Further, quality of life has been conceptual-
ized as an outcome of goal attainment in individuals, families
and society (King 1994).

Although quality of life has become an important outcome
measure in stroke research, comparisons of findings between
studies have been difficult due to the use of different
definitions and measures with various conceptual bases (de
Haan et al. 1992; Tengs et al. 2001). Assessing quality of life
has been challenging, given that individuals have different
deficits and concurrent psychological and social sequelae
(Williams et al. 1999). Focussing primarily on people with
stroke, and not their caregivers, a number of studies have
examined factors associated with quality of life. Personality
traits, such as hardiness, self-concept, motivation and family
availability and social support (Berk & Schall 1991, Kim
et al. 1999), depression, anxiety, functional disability (Ahlsio
et al. 1984, Astrom et al. 1992, King 1996, Wyller et al.
1997, Lofgren et al. 1999, Kauhanen et al. 2000), inability to

return to work, and limited leisure opportunities (Niemi et al.
1988, Viitanen et al. 1988) have been identified as variables
associated with quality of life. Among these, depression,
functional ability and socialization have been identified as the
most significant influences on quality of life (Bays 2001).
Most studies have involved people with mild to moderate
stroke and with intact cognitive and language functions. It is
unclear whether similar factors would affect quality of life in
severely impaired stroke survivors. However, in recent
studies, individuals with significant impairments have repor-
ted acceptable health-related quality of life years after their
stroke (King 1996, Lofgren et al. 1999, Pilkington 1999,
Wyller & Kirkevold 1999, Hackett et al. 2000), in some
instances exceeding quality of life of those with mild to
moderate stroke (Tengs et al. 2001).

The experience of family caregivers of stroke survivors has
been examined, with most studies emphasizing the negative
impact of stroke on caregivers’ psychological health, inclu-
ding feelings of burden, stress and clinically significant
depression (Dennis et al. 1998, Kotila et al. 1998, Canam
& Acorn 1999, Han & Haley 1999, Wright ez al. 1999, Blake
& Lincoln 2000, King et al. 2001), particularly for caregivers
of those with significant impairments (Bugge et al. 1999).
However, some studies have revealed that caregivers, typic-
ally women, are satisfied with their lives and have positive
feelings about their caregiving roles (Silliman et al. 1987,
Kinney et al. 1995). Factors associated with life satisfaction
of caregivers include burden (physical and emotional) related
to patients’ functional status, changes in social relationships,
satisfaction with service provision, and caregivers’ appraisal
of their capacity to cope (Purk & Richardson 1994, King
et al. 1995, Kinney et al. 1995, Bethoux et al. 1996, Hodgson
et al. 1996, Forsberg-Warleby et al. 2001).

The study

Aim

Based on the DMHN (Allen & Warner 2002, Ford-Gilboe

2002a), the aim of this study was to examine the relation-

ships among hope, health work and quality of life in families

of stroke survivors living with disability. The following

hypotheses were tested, as illustrated in Figure 2:

e There is a positive relationship between hope and health
work.

e There is a positive relationship between health work and
quality of life.

o There is a positive relationship between hope and quality of
life.

e Hope and health work predict quality of life.
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Figure 2 Study hypotheses.

Design

A descriptive correlational, cross-sectional design was used
since the relationships among hope, health work and quality
of life had not been previously studied in the stroke
population.

Participants

A convenience sample of 40 families in which one member
had experienced a stroke was recruited froma midsize city
and surrounding county in Southwestern Ontario, Canada.
A sample size of 68 families was estimated as needed, using
power analysis based on an alpha of 0-05, power of 0-80 and
Cohen’s convention for a medium effect (0-30). Given that
effect sizes could not be estimated more precisely, interim
data analysis was conducted after 40 families had been
recruited, revealing substantial relationships between the
study variables. Therefore, data collection ceased.

Adult couples who were married or in common-law
unions and living together in their own homes were eligible
to participate if the stroke survivor had been discharged
from a stroke rehabilitation programme for at least
3 months, if both partners were able to understand written
and/or verbal information and convey responses in English,
and if they consented to participate. People with commu-
nication impairments were included if they were able to
communicate their responses to the data collector verbally
or using alternative methods of communication (e.g. non-
verbal, visually-supported approaches, such as gestures,
drawings, yes/no). Families meeting the inclusion criteria
were identified from the patient list of a stroke rehabilit-
ation programme affiliated with a large Canadian teaching
hospital. Of the 52 families who were contacted, 47 (90%)
agreed to participate. Prior to data collection seven of these
families no longer met the eligibility criteria due to the
stroke survivor’s death or health deterioration or relocation
to a nursing home, resulting in a final sample of 40 families.
Demographic and stroke characteristics of the sample are
shown in Tables 1 and 2.

Hope, health work and quality of life

Table 1 Demographic characteristics of families (z = 40)

Variable Stroke survivor Spouse
Age
Range (years) 46-89 42-89
Mean (SD) 69-5 (9-45) 662 (11-21)
Length of relationship
Range (years) 8-65
Mean (SD) 39-9 (14-31)
Education
High school (%) 45 60
College/University (%) 45 38
Employment
Working (full- /part-time) (%) - 20
Unemployed (%) - 18
Retired (%) 100 (38 — disability) 62
Sex
Male (%) 73 27
Female (%) 27 73

Table 2 Stroke characteristics of families (z = 40)

Variable Range Mean (SD)

0-6-5-5
6 months — 5 years

30 (1-16)
2-5 years (1:66)

Length of stay (months)
Time from stroke onset

FIM
Admission 27-76 57-3 (16:07)
Discharge 52-119 87-1 (18-87)
FIM change 11-75 30-2 (15-45)
Frequency Percentage
Type of stroke
Ischaemic 25 66
Haemorrhagic 13 34
Deficits
Aphasia 10 25
Cognitive 26 65
Perceptual 30 75
Visual 21 53
Support (discharge) 36 90
Support (present) 31 78

FIM, functional independence measure.
Instruments

The Herth Hope Index (HHI) (Herth 1992) is a 12-item
summated rating scale designed as an individual measure of
hope. Participants are asked to rate each item using a 4-point
Likert response format ranging from strongly disagree (1) to
strongly agree (4). The HHI was developed from the 30-item
Herth Hope Scale (HHS) (Herth 1991) in an attempt to create
a shorter, more clinically useful tool for adults experiencing
alterations in health status (Herth 1992). Items for the HHS
were generated to reflect Dufault and Martocchio’s (1985)
multidimensional concept of hope. The three-dimensional

structure of the HHI was supported through factor analysis
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(Herth 1992). Internal consistency of HHI in both ill adults
and family caregivers has been acceptable (Cronbach’s
alpha = 0-78-0-97) (Herth 1992, 1993). Test-retest reliabil-
ity over a 2-week period was 0-91, indicating high stability.
In this study, Cronbach’s alpha coefficients for total HHI
scores were 0-84 for stroke survivors and 0-85 for spouses.

The Health Options Scale (HOS) is a 21-item summated
rating scale developed by Ford-Gilboe (1997, 2002b) as a
measure of family health work. It uses a 4-point Likert response
format ranging from strongly disagree (1) to strongly agree (4).
Total scores reflect higher degrees of health work. The three
subscale HOS was developed through factor analysis
(DeMarco et al. 2000, Ford-Gilboe 2002b). Evidence of
construct validity has been demonstrated through positive
associations between the HOS and Family Hardiness Index
(r = 0-30) (McGubbin ef al. 1987), and Problem-Solving
Inventory (r = —0-35) (Heppner 1988). Acceptable internal
consistency for total scores (Cronbach’s alpha = 0-86-0-91)
has been demonstrated in samples of families with varying
structures and socioeconomic backgrounds, including those
managing chronic illnesses (DeMarco et al. 2000). In our study
Cronbach’s alpha coefficients for both stroke survivors and
their spouses were 0-89.

The 11-item Reintegration to Normal Living Index (RNLI)
(Wood-Dauphinee & Williams 1987) was designed to measure
the impact of disease or disability on the individual’s ability to
resume normal patterns of everyday living. Participants are
asked to rate their satisfaction with 11 aspects of their physical,
emotional and social lives on a series of 100 mm visual
analogue scales (VAS) from ‘does not describe my situation’ (0)
to ‘fully describes my situation’ (100). Each item is scored from
0 to 100 by measuring the distance from 0 to the point on the
line where the mark was made in millimetres. Total scores are
obtained by summing and averaging responses to individual
items, where higher scores represent higher levels of reintegra-
tion. Although more limited in its focus than many global
quality of life measures, the RNLI includes similar domains
(physical, psychological, social) and has, therefore, been
proposed as a proxy measure of individual quality of life
(Wood-Dauphinee & Williams 1987, Wood-Dauphinee et al.
1988). Criterion validity has been established through a
positive correlation (r = 0-72) between the RNLI and Spitzer’s
Quality of Life Index (Spitzer et al. 1981). Initial testing of the
RNLI resulted in high internal consistency (alpha > 0-90) and
adequateinter-rater reliability (» = 0:62-0-66). In our study,
Cronbach’s alpha coefficients were 0-92 for stroke survivors
and 0-85 for spouses.

A demographic questionnaire was used to collect informa-
tion about personal and family characteristics of stroke

survivors and their spouses, including: age, gender, marital

status, education, employment status, cultural background,

family income, and use of community support.

Data collection

Stroke survivors and their spouses were asked to complete
parallel study questionnaires independently in a private
setting of their choosing. One partner, typically the spouse,
completed a demographic questionnaire on behalf of the
family. If necessary, the interviewer assisted stroke survivors
who had communication deficits by reading questions to them
and/or recording their responses. Questionnaires took 30—
40 minutes to complete and a token payment of $10 per
family was given for participation. After completion of the
questionnaires, a member of the research team accessed stroke
survivors’ medical records to collect additional information
about stroke characteristics and the rehabilitation stay. Data
were collected between July 2001 and January 2002.

Ethical considerations

The study was approved by the University Ethics Review
Board prior to data collection. Participants were provided
with detailed information about the study and were assured
that confidentiality would be maintained at all times. Written
consent was obtained prior to data collection.

Data analysis

Because the family was the unit of concern in this study, the
data were inspected to determine whether scores on the study
variables, derived from separate reports provided by stroke
survivors and their spouses, could be reasonably aggregated
into family level scores. Consistent with the recommendations
of Larsen and Olson (1990), the extent of agreement between
stroke survivors’ and spouses’ scores for the variables of hope,
health work and quality of life was examined using both
While stroke
survivors’ and spouses’ scores for health work and quality

correlations and paired #-tests (Table 3).

of life were moderately related, a weak relationship was found
between their ratings of hope. Furthermore, spouses’ mean
scores for both hope and quality of life were significantly

Table 3 Correlations and paired #-tests between Stroke Survivors’
and Spouses’ Scores on Study Variables (n = 40)

Variable r P value t P value
Hope 0-26 0-05 —2:49 0-017
Health work 0-51 0-00 1-44 0159
Quality of life 0-57 0-00 —63 0-000
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higher than stroke survivors’ scores for these variables. Since
the criteria of no mean difference and moderate correlation
(>0-30) (Larsen & Olson 1990) were not satisfied for all
variables, individual rather than family scores were used in all
analyses. Thus, separate tests of the study hypotheses are
reported for stroke survivors and their spouses. The level of

statistical significance used in all analyses was P < 0-05.

Results

Descriptive statistics for main study variables are presented in
Table 4. Relatively high levels of hope and health work were
found for both stroke survivors and their spouses. Spouses’
quality of life was significantly higher than that of stroke
survivors. Quality of life was related to many of the same
demographic variables for both stroke survivors and spouses.
Selected relationships are shown in Table 5. No relationships
were found between any of the demographic variables and
stroke survivors’ reports of hope and health work. Length of
the partner relationship was the only demographic variable
related to spouses’ health work (r = 0-31, P = 0-05). Fur-
thermore, a moderate negative relationship (r = —0-37,
P =0-02) was found between number of supports at
discharge and spouses’ level of hope. Gender differences in
hope, health work and quality of life were not found for
either stroke survivors or spouses.

Tests of the hypotheses

Hypothesis 1 (supported): A positive relationship was found

between hope and health work for both stroke survivors

Table 4 Descriptive statistics of study variables (n = 40)

Stroke survivors Spouses
Variable Range Mean sp Range Mean sp
Hope 29-48 377 446 29-48 399 473

Health work 51-84 646 608 49-80 66°1 692
Quality of life 12-91-100 653 2126 4527-100 829 1432

Table 5 Correlations (r) between stroke survivors’ and spouses’
quality of life and selected demographic variables (n = 40)

Quality of life

Variable Stroke survivors Spouses
Supports (discharge) —0-39* —0-61*%
Length of rehabilitation stay —0-32* —0-40*
FIM (discharge) 0-53* 0-32*

*P < 0:0S.
FIM, functional independence measure.

Hope, health work and quality of life

(r=052, P<0001) and spouses (r =039, P =001),
although this association was stronger for stroke survivors.

Hypotbhesis 2 (supported for stroke survivors but not for
spouses): A positive relationship was found between family
health work and quality of life reported by stroke survivors
(r = 0-50, P <0-001). However, no relationship was found
between spouses’ reports of family health work and their
quality of life (r = 0-06, P = 0-36).

Hypothesis 3 (supported): A positive relationship was
observed between hope and quality of life for both stroke
survivors (r = 0-59, P <0-001) and spouses (r = 0-32,
P = 0:02), although this relationship was stronger for stroke
Survivors.

Hypothesis 4 (supported for stroke survivors but not for
spouses): hierarchical multiple regression analysis was used to
test the hypothesis that hope and health work would predict
quality of life. Separate analyses were conducted for stroke
survivors and spouses using the same approach. At step 1,
spouses’ employment status, number of supports at discharge
and functional independence at discharge were entered as
control variables. Each of these variables was significantly
associated with quality of life in both stroke survivors
(r = 0-39-0-53) and spouses (r = 0-32-0-61). Consistent with
the DMHN, hope and health work were entered into the
equation at step 2.

Results for stroke survivors are presented in Table 6. Due
to the small sample size, adjusted R?, a more conservative
estimate of explained variance than R?, is reported. With
spouses’ employment status, number of supports at discharge
and functional independence at discharge entered into the
equation (step 1), 40-6% of the variance in stroke survivors’
quality of life was explained [F(3,32) = 8-:98, P < 0:01].
Controlling for the effects of demographic factors, the
combination of hope and health work at step 2 contributed
an additional 17:8% to explained variance [F(2,30) = 7-84,
P < 0:001]. Thus, with all variables in the equation, 58:4% of
the variance in stroke survivors’ quality of life was explained
[F(5,30) = 10-82, P < 0-01]. However, only functional
independence at discharge, hope and spouses’ employment
status contributed unique variance in the final solution
obtained, with functional independence at discharge making
the strongest contribution.

For spouses, a different pattern of results was observed
(Table 7). With spouses’ employment status, number of
supports at discharge and functional independence at dis-
charge entered into the equation (step 1), 46:3% of the
variance in spouses’ quality of life was explained
[F(3,32) = 11-04, P < 0-01]. Controlling for the effects of
demographic factors, the combination of hope and health
work at step 2 did not contribute additional variance beyond

© 2004 Blackwell Publishing Ltd, Journal of Advanced Nursing, 48(4), 322-332 327
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Table 6 Hierarchical multiple regression of

Variables Multiple R Adjusted R* R? change F Beta t stroke survivors’ quality of life on hope,
Step 1 0676 0-406 0-406 8.98* health work and selected demographic
Spouse employment —0349 —2-49% variables (n = 40)
Number of supports —-0-157 —1-09
Discharge FIM 0-518 3-75%
Step 2 0-802 0-584 0178 7-84*
Spouse employment —-0264 —2:21%
Number of supports -0-074 —0-60
Discharge FIM —-0-414 3-49*
Health work 0177 1-35
Hope 0-351 2:71%
*P < 0:0S.
FIM, functional independence measure.

] ] ] S Table 7 Hierarchical multiple regression of
Variables Multiple R Adjusted R© R“ change F Beta t spouses’ quality of life on hope, health
Step 1 0713 0-463 0463 11-04% work and selected demographic variables

Spouse employment —0370 —02-78 (n=40)
Number of supports -0422 -3-07*
Discharge FIM 0-242 1-84*
Step 2 0-739 0-470 0-007 1-22
Spouse employment -0-372  -2-74*
Number of supports —-0410 -292
Discharge FIM 0265 2:01*
Health work —-0201 -1-48
Hope 0-140 0-991
*P < 0:0S.

FIM, functional independence measure.

that attributed to the variables entered at step 1. With all
variables in the equation, 47% of the variance in spouses’
quality of life was explained [F(5,30) = 7-20, P < 0-01].
Only number of supports at discharge, spouses’ employment
status and functional independence at discharge made unique
contributions to the explained variance in spouses’ quality of
life, with number of supports and spouses’ employment status
being the strongest predictors.

Discussion

This is the first study to highlight the relationships among
family strengths, health promotion behaviours and quality
of life in a stroke sample. The theoretical relationships in
the DMHN were validated for stroke survivors. However,
only two of four hypotheses were supported using data from
spouses. Thus, the theory was less useful in explaining
spouses’ experiences of hope, health work and quality of
life.

The positive relationship found between hope and health
work for both partners is not surprising, given that hope is a
positive force that enhances motivation, goal achievement
and adaptation (Piazza et al. 1991, Raleigh 1992). Both

328

stroke survivors and their spouses reported relatively high
levels of hope, suggesting that this capacity was available to
them. People with stroke and their caregivers have been
found to experience a range of challenges in the recovery
period that may tax their ability to manage multiple demands
and deplete their energy (Kinney et al. 1995, Bugge et al.
1999, Canam & Acorn 1999, Clarke et al. 1999, Han &
Haley 1999). Given the sustaining and energy-generating
nature of hope (Bays 1995), those who are more hopeful may
have greater incentives and energy to draw upon, and this
may help motivate them to participate more actively in
problem-solving and growth-seeking behaviours in spite of
ongoing challenges.

Consistent with previous research in other clinical popula-
tions (Rustoen 1995, Post-White et al. 1996, Rustoen et al.
1998), our results suggest that stroke survivors and their
spouses who were more hopeful also experienced higher
quality of life, and that both partners perceived their quality
of life to be fairly high, despite living with disability. It has
been suggested that hope and quality of life share elements of
interconnectedness, realistic expectations and personal rele-
vance (Rustoen 1995). As stroke survivors and their spouses

continue to strive towards a positive future that is meaningful
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to them, the hope they experience may transcend all aspects
of their lives. This supports the notion that living with
disability, although a life-altering experience, may be per-
ceived in positive terms, as long as personally relevant
outcomes are obtained, not only in families of stroke
survivors with mild to moderate impairments but also in
those with more significantly affected individuals. Thus, it is
not surprising that those who are more hopeful are more
likely to place a more positive value on their life quality.

The observation that family health work was positively
related to quality of life for stroke survivors but not for
spouses may be explained in several ways. Although the
RNLI includes physical, psychological and social compo-
nents, as do the majority of measures assessing quality of life,
it is more limited in focus because it concentrates on
functional status (Wood-Dauphinee & Williams 1987). It is
possible that the RNLI did not capture key dimensions of
quality of life for spouses, and therefore may have been less
appropriate for them. Accordingly, recent studies have used
the RNLI to assess quality of life of stroke survivors, but not
their spouses (Bethoux et al. 1996, 1999). Furthermore, the
majority of spouses were women who assumed caregiving
responsibilities for their partners. Caregiving may be consid-
ered one context in which health work is undertaken. Given
both the level of disability of their partners and the fact that
women are traditionally the health guardians of their
families, it is likely that spouses assumed the primary
responsibility for developing and maintaining health work.
Given also the substantial body of literature that documents
the high personal demands of caregiving (Scholte op Reimer
et al. 1998, Han & Haley 1999, Van den Heuvel et al. 2001),
it is possible that spouses felt burdened in their efforts to
sustain family health work, and this may explain the absence
of relationship between health work and quality of life. In
contrast, given stroke survivors’ level of disability, it is
possible that they put less effort into maintaining family
health work, yet obtained the benefits in terms of their quality
of life. Although research is limited in this area, Moore-
Hepburn also found a weak relationship (r = 0-24) between
health work and quality of life of people with inflammatory
bowel disease, the majority (n = 35, 58%) of whom were
employed adult mothers caring for their dependent children
(DeMarco et al. 2000).

The most important predictor of stroke survivors’ quality
of life was their degree of functional independence at
discharge, followed by hope and spouses’ employment.
Clearly, those who were more independent, more hopeful
and whose spouses were not working reported better quality
of life. It has been suggested that disability does not
preclude having reasonable quality of life, yet higher levels
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of functional independence may make it easier for stroke
survivors to achieve greater life satisfaction, depending on
the meaning they ascribe to their lives. A somewhat
different pattern of findings was observed for spouses,
whose quality of life was not predicted by hope and health
work but by the number of supports and functional
independence of their partner at discharge and their current
employment status. Spouses who were not working, whose
partners were more independent and received fewer sup-
ports at discharge, reported better quality of life. These
findings suggest that illness-related, social and economic
factors may be more important contributors to spouses’
quality of life than perception of hope and health promotion
behaviours. Functional disability of stroke survivors has
been consistently associated with caregiver burden and life
satisfaction in previous studies (Purk & Richardson 1994,
King et al. 1995, Bethoux et al. 1996, Forsberg-Warleby
et al. 2001). Thus, given greater functional independence of
stroke survivors, their spouses are likely to have experienced
reduced caregiver burden and, in turn, higher perceived
quality of life.

Although different sets of variables predicted quality of
life of stroke survivors and their spouses, two factors —
stroke survivors’ functional independence at discharge and
spouses’ employment — were common predictors of quality
of life for both partners. Patients’ discharge home has been
predicted by both their functional status and family
availability and support (Black et al. 1999). As employed
spouses juggle their daily caregiving responsibilities and job
demands, they may be less available to their partners. The
associated role overload and strain may result in greater
caregiver burden (Edwards et al. 2002) and decreased
quality of life for both partners. Consistent with previous
research, the majority of caregivers in this study were
women. In the context of societal and family norms and
expectations that reinforce women’s roles as ‘natural
caregivers’, women continue to shoulder more responsibility
for caregiving than men and, subsequently, are more likely
to experience negative effects of caregiving on their health
and everyday lives, including paid work (Morris 2001). For
example, the ongoing and sometimes conflicting demands
associated with multiple roles contribute to both stress
(Jenkins 1997) and burnout (van den Heuvel et al. 2001) in

female caregivers.

Study limitations

One should consider the following limitations when assessing
the relevance of study findings: a) use of a correlational
design resulting in the inability to infer causality; b) limited
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What is already known about this topic

e The major focus has been on negative implications of
stroke and caregiver burden, and there is limited
knowledge of strengths that help families meet the
challenges of stroke recovery.

e Limited research exists on hope and health promotion
in families living with disability, including following
stroke.

o Stroke has been found to affect quality of life negatively
in families of stroke survivors, but it is difficult to
compare findings due to the use of quality of life

measures with various conceptual bases.

What this paper adds

e An examination of the relationships between hope,
health work and quality of life in families of stroke
survivors.

e The relatively high levels of hope, health work and
quality of life for both partners suggest that living with
disability may evolve into a positive experience, even in
the face of significant impairment.

e Focusing interventions on families’ strengths, improving
functional outcomes and paying attention to illness-
related, social and economic factors as important con-
tributors to quality of life are highlighted for rehabil-
itation clinicians.

e It is important to consider caregiver burden when
assessing quality of life after stroke, particularly for

employed caregivers.

generalizability due to the relatively small convenience

sample; c) the accuracy of stroke survivors’ responses may

have been compromised by the complexity of their commu-

nication deficits; and d) lack of support for two of the study

hypotheses for spouses may have been due to inadequate

statistical power or to the use of the RNLI to assess spouses’

quality of life.

Implications

Bearing in mind its limitations this study may have implica-

tions for rehabilitation teams working with stroke survivors

and their families:

330

Given that stroke survivors and their spouses may be living
two different realities, it is critical that clinicians consider
each partner’s experience in designing interventions that
support quality of life.

e Patient outcomes, including quality of life, may be
improved if clinicians identify and build on the strengths of
stroke survivors and their spouses, including their sense of
hope, rather than focussing on their deficits and the chal-
lenges they face.

e As part of an interdisciplinary assessment, the Herth Hope
Index (HHI) may be a useful clinical tool for assessing hope
in both stroke survivors and their spouses. Similarly, the
RNLI can be used to assess quality of life in stroke survivors,
but a different quality of life tool should be used for spouses.

e Study findings provide direction in identifying families in
which stroke survivors or spouses may be at risk for poor
quality of life post-discharge. In both discharge planning and
community follow-up, additional resources may be needed
in families with employed spouses or significantly impaired
stroke survivors in order to promote quality of life.

¢ Given that economic challenges and limited resources in the
community may negatively impact caregivers’ quality of life,
these issues must be considered in planning for ongoing
family support. Nurses and other health professionals have
animportant political role to play in raising awareness about
current gaps in community resources and in advocating for
viable solutions to system problems so that families may
attain a reasonable quality of life after stroke.

A number of research implications can also be suggested:

e Many of the study participants expressed a desire to ‘tell their
stories’, in addition to completing the required structured
questionnaires. Qualitative studies are warranted to under-
stand better the complexity of family experiences after stroke.

e It is important to continue examining both positive and
negative aspects of caregiving to further address issues
related to caregivers’ quality of life.

e The sustainability and generalizability of findings can be
further determined if similar relationships are studied

prospectively in a larger, more heterogeneous sample.

Conclusion

This study contributes to the knowledge base about health
promotion and quality of life issues in stroke survivors and
their spouses. The importance of rehabilitation interventions in
stroke populations is supported. Clinicians can gain greater
insight into how living with disability may evolve into a

positive experience, even in the face of significant impairment.
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