ROCZNIKI PSYCHOLOGICZNE/ANNALS OF PSYCHOLOGY
2018, XXI, 1, 53-68

DOI: http://dx.doi.org/10.18290/rpsych.2018.21.1-4

KAROLINA SZATKOWSKA
MICHALINA SOLTYS

Kazimierz Wielki University in Bydgoszcz
Institute of Psychology

PERCEIVED SOCIAL SUPPORT,
SPIRITUAL WELL-BEING, AND DAILY LIFE FATIGUE
IN FAMILY CAREGIVERS
OF HOME MECHANICALLY VENTILATED INDIVIDUALS

Providing care to a chronically ill person is a stressful situation, which may lead to burden. How-
ever, persona and social resources such as social support and spiritual well-being can protect
caregivers from these negative conseguences. To assess the role of these resources in counteracting
fatigue, we examined 55 caregivers of their home mechanically ventilated relatives. The variables
were measured with the Perceived Socia Support Questionnaire, the Daily Life Fatigue Question-
naire, the Spiritual Index of Well-Being, and a survey. The method of ventilation did not differen-
tiate resources and daily life fatigue in caregivers. Perceived socia support was not significantly
correlated with fatigue, but spiritual well-being correlated negatively with physical, mental, and
socia fatigue. Spiritual well-being can partly protect from daily life fatigue in the physical
and mental areas.

Keywords: perceived socia support; spiritual well-being; daily life fatigue; family caregivers;
home mechanical ventilation.

Address for correspondence: KAROLINA SzATKOWSKA — Kazimierz Wieki University
in Bydgoszcz, Institute of Psychology, ul. Leopolda Staffa 1, 85-867 Bydgoszcz; e-mail:
szatkowska_karolina @wp.pl



54 KAROLINA SZATKOWSKA, MICHALINA SOLTYS

INTRODUCTION

The specificity of family caregiving
and home mechanical ventilation

Family caregivers frequently have to manage multiple daily tasks, such as
nursing, planning the day, preparing meals, and other household activities. They
not only change their usual rhythm of functioning but also struggle with financial
difficulties (stemming from increased medication or care treatment expenses),
not to mention the simultaneous decrease in work activity or leaving a job ato-
gether (Kawczynska-Butrym, 2008). Therefore, providing care to a chronicaly
ill person requires the skill of coping with various challenges, which, in the long-
term perspective, often leads to physical and psychological burden (Stajduhar,
2003). Nevertheless, current progress in medical technology makes it possible to
create safe and comfortable conditions for home treatment. Even individuals
with a serious health condition have the chance to stay in the familiar environ-
ment of their homes (Tzu-Ting & Ji-Ming, 2010; Szkulmowski, 2016).

Home mechanical ventilation is aform of long-term nursing intervention for
people with chronic respiratory failure. The treatment is provided via a ventilator
which assists in or takes over the breathing process. Mechanical ventilation is
executed as a non-invasive method by means of facial or nasal masks, or as an
invasive method via an artificial airway passage — tracheotomy. Diseases most
frequently leading to chronic respiratory failure are: neuromuscular diseases
(e.g., ALS — amyotrophic lateral sclerosis, SMA— spinal muscular atrophy,
DMD/BMD — Duchenne/Becker muscular dystrophy, myopathies), lung diseases
(e.g., COPD — chronic obstructive pulmonary disease, CF — cystic fibrosis), re-
strictive diseases (kyphoscoliosis), and the obstructive sleep apnea syndrome
(Simonds, 2003; Szkulmowski, 2016).

By embarking on home care giving the patient’s family takes responsibility
for this care. This entails a change of lifestyle in order to provide al day care and
to perform multiple nursing and medicinal actions (Kézka, Wojtan, & Wozniak,
2011; Evans, Catapano, Brooks, Goldstein, & Avendato, 2012). As a result, tak-
ing care of mechanically ventilated relatives is burdening and stressful situation
for the caregivers (Fernandez-Alvarez et al., 2009), and in the long run it may
lead to the experience of daily life fatigue (Urbanska, 2010).
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DAILY LIFE FATIGUE IN CAREGIVERS

Fatigue is a multidimensional construct combining somatic and psychol ogi-
cal processes. As regards the physiological component, fatigue is an objective
state of exhaustion of the organism or its decreased ability to undertake activity
(Chojnacka-Szawtowska, 2009). The understanding of psychological fatigue
focuses on subjective sense of discomfort connected with a decrease in well-
-being due to cognitive and emational activity and due to the influence of exter-
nal factors (Chabowski, 2005; Jackson & MacLeod, 2016). A particular type of
psychological fatigue isdaily life fatigue.

Joanna Urbanska (2010) perceives daily life fatigue as a psychologica phe-
nomenon and defines it as a subjective state of general tiredness manifested in
the unwillingness to undertake daily activities in the physical, mental, and social
areas. It is aresult of a mismatch between daily life requirements and the indi-
vidual’s psychosocial ahilities (Urbanska, 2010).

The interpretation of one’s situation plays an essential role in the perceived
level of fatigue. It seemsthat daily life fatigue could be a consequence of subjec-
tive stress (e.g., Lazarus & Folkman, 1984) as well as an indicator of the deple-
tion of resources (Hobfoll, 2006).

PERSONAL AND SOCIAL RESOURCES
IN CARING FORA CHRONICALLY ILL PERSON

Personal and social resources as hedth potentials play a protective role
against the negative effects of adverse situations such as long-term care for an ill
person (Antonovsky, 1995; Juczynski & Oginska-Bulik, 2003; Hobfoll, 2006).
According to the conservation of resources theory (Hobfoll, 2006), people exper-
ience stress in situations of danger or actual loss of resources. Individuals with
greater resources are less vulnerable to their reduction and more likely to in-
crease them. People with inadequate resources are exposed to an accumul ation of
their losses. The mechanism of daily life fatigue shows that its level increasesin
people with low abilities to manage growing socia requirements accompanied
by a decrease in support offered by the environment. Thus, daily life fatigue
should be reduced by sustained socia support (Maghout-Juratli, Janisse,
Schwartz, & Arnetz, 2010; Urbanska, 2010).

Social support. Social support is defined as help available in difficult situa-
tions or as a consequence of being part of social networks. Objective socia sup-
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port perceived as a resource (e.g., Antonovsky, 1995; Hobfoll, 2006) might be
family, friends, neighbors, and professionals such as psychologists (Sek &
Cieslak, 2012). What is particularly important in coping with a difficult situation
is the adequacy of support in relation to the need for it (Sek, 2012), as well as
perceived support understood as the individual’s beliefs about where to go for
help and who may provide it (Schwarzer, Knoll, & Rieckmann, 2004).

The results of multiple studies show the essentia role of social support in
a situation of caring for a chronically ill person (Suh & Oh, 1993; Au et d.,
2009; Basinska, Kielnik, & Grzankowska 2014). The caregivers of people with
multiple sclerosis perceive social support as beneficial to their genera health,
mood, experienced stress level, as well as to family life (McKeown, Porter-
Armstrong, & Baxter, 2003). For the caregivers of people suffering from the
Huntington disease, social support provided especially by healthcare personnel
and efficient coping with stress are more important in their care giving than dis-
ease-related medical factors (Soltysiak, Gardiner, & Skirton, 2008). Social sup-
port, coping, and general well-being are recognized as factors with a significant
influence on caregivers ‘ perceived burnout (Suh & Oh, 1993; Buck & McMillan,
2012). Mothers of children with ADHD who declare a higher level of socia sup-
port show a lower level of chronic fatigue (Basinska et al., 2014). Parents of
children with DMD who receive socia support cope better with the child’s dis-
ease (Thomas, 2014), while mothers of children with DMD and BMD suffer less
stress and care burden and admit to experiencing greater life satisfaction (Kenne-
son & Bobo, 2010). Caregivers of individuals suffering from ALS who receive
social support suffer less burden related to the care giving (Pagnini et al., 2010),
and with the years passing by they report enhanced social support and improved
genera well-being (Roach, Averill, Segerstrom, & Kasarskis, 2009).

Spiritual well-being. Spirituality is another resource that provides ways of
coping with health loss and the situation of taking care of a chronically ill per-
son. It plays a regulatory role, influencing physical and psychological health
(McClain, Rosenfeld, & Breitbart, 2003; Heszen-Nigjodek & Gruszczynska,
2004; Masters, 2008). Spiritual well-being is one of the constructs used in clin-
ical practice for the purpose of evaluating the spiritual condition of adults, whose
vertical dimension is defined as feeling well in relation to a higher power or God,
and whose horizontal dimension is understood as a sense of purpose and mean-
ing in life (e.g., Moberg, 1984; Frey, Daaleman, & Peyton, 2005). According to
authors, spiritual well-being is a meaningful life scheme accompanied by self-
-efficacy in overcoming life challenges (Daaleman & Frey, 2004).
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Research findings indicate that spirituality and religiousness help caregivers
in coping with the illness of their relatives and can affect their physical and emo-
tional functioning positively (Rabins, Fitting, Eastham, & Fetting, 1990; Delga-
do-Guay et a., 2013). The lower level of spiritual well-being is associated with
inferior physical and psychological health in caregivers of cancer patients (Kim
Carver, Spillers, Crammer, & Zhou, 2011; Pawl et al., 2013). Individuals with
a higher level of spirituality tend to adapt better to the nursing situation with
patients suffering from different diseases and cope better with burnout (Weaver
& Flannelly, 2004; Pagnini et al., 2011). Caregivers with a lower level of spiri-
tual well-being are characterized by a higher level of anxiety, a higher level of
depression symptoms, denial, and lower quality of life; they exhibit less in-
volvement in care and use maladaptive stress coping strategies (Pagnini et a.,
2011; Delgado-Guay et al., 2013). Longitudinal studies on caregivers of people
with advanced cancer reveal that social support and spirituality are predictors
of higher quality of life (Leow, Chan, & Chan, 2014).

Studies on the resources of caregivers of mechanically ventilated people are
rare. The official American Thoracic Society (ATS) standards regarding palliat-
ive care for patients with respiratory diseases and critical illnesses require that
these patients and their families be provided with social support and that their
spiritual needs be fulfilled (Lanken et a., 2008). Similar requirements can be
found in Polish directives regarding care for people suffering from chronic ob-
structive pulmonary disease (Sliwiniski, Gorecka, Jassens, & Pierzchata, 2014)
and in German directives concerning care for over mechanicaly ventilated
people (Windisch, Walterspacher, Siemon, Geiseler, & Sitter, 2010).

Based on the above findings, we formulated the following research
questions:

Do objective medical factors (the method and time of ventilation) differen-
tiate perceived socia support, spiritual well-being, and daily life fatigue in care-
givers of mechanically ventilated people?

What are the relationships between perceived social support, spiritual well-
-being, and daily life fatigue?

Which type of resources predictsthe level of daily life fatigue?
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METHOD

Participants and procedure

The participants in the study were 55 caregivers of mechanically ventilated
people, aged 29 to 74 (M = 50.04, D = 12.24). Forty-four of the caregivers
(80%) were female and 11 were male (20%). The care recipients were aged 1 to
90 (M =42.47, SD =25.25). A considerable majority of the participants were
married (n = 44, 80%); the others were single, widowed, or divorced (n= 11,
20%). A significant majority of the care givers (n =47, 86%) remained unem-
ployed, including those (n = 18, 33%) who received retirement or annuity bene-
fits. Almost half of the caregivers were parents of the care recipients (n = 27,
49%), followed by spouses (n = 18, 33%), children (n =8, 15%), and other fam-
ily members (n=2, 3%). The home mechanical ventilation application period
ranged from four months to eight years (M = 2.86, SD = 2.13). Nearly half of the
care recipients (n = 24, 44%) required 24-hour ventilation, 31% (n = 17) required
ventilation at various times during the day and night, and 25% (n = 14) needed it
only during the night.

The study was conducted among the caregivers of people included in the
home mechanical ventilation program after receiving informed consent from
the participant. Participation remained voluntary and anonymous.

MEASURES

Perceived Social Support Questionnaire (F-SozU K-22) by Fydrich and
colleagues (Fydrich, Geyer, Hessel, Sommer, & Brahler, 1999), adapted into
Polish by Juczynski (2001), measures subjective assessment of social support
understood as the result of interactions between the individual and his or her
surroundings. The questionnaire consists of three scales: Emotional Support
(ES), Practical Support (PS), and Social Integration (Sl). The short version of the
guestionnaire consists of 22 items rated on a 5-point Likert scale. The Cron-
bach’s a reliability coefficient in the examined group was .85 for the whole scale,
.80 for ES, .83 for PS, and .79 for Sl.

Daily Life Fatigue Questionnaire (DLFQ) by Urbanska (2010) measures
fatigue symptoms and consists of three subscales: Physical Fatigue scale (PFS),
Mental Fatigue scale (MFS), and Socia Fatigue scale (SFS). Each of the sub-
scales consists of eight items with “yes’ or “no” answers. In the research on the
caregivers of people with home mechanical ventilation the Cronbach’s o reliabil -
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ity coefficient was .85 for the whole scale and the coefficients for the subscales
were as follows: .86 for PFS, .85 for MFS, and .71 for SFS.

Spiritual Index of Well-Being (SIWB) by Daaleman and Frey (2004),
adapted into Polish by Sottys and Basinska (Sottys, 2016), measures the general -
ly understood spirituality. The scale consists of 12 items rated on a 5-point Likert
scale. The scale consists of two subscales: Self-Efficacy subscale and Life
Scheme subscale. The Cronbach’s a reliability coefficient in the examined group
was .78, .87, and .85 for the Self-Efficacy subscale, the Life Scheme subscale,
and the total spiritual well-being score, respectively.

The survey included: questions about sociodemographic data of the care-
giver and care recipient, the duration of the illness, ventilation method, the
amount of hours of ventilation per 24 hours, and the time of ventilation.

STATISTICAL ANALYSES

In order to determine the significance of differences in social support, spiri-
tual well-being, and fatigue between caregivers depending on ventilation aspects,
we performed Student’s t-test and one-way ANOVA. The relationships between
resources and fatigue were reported in the form of Pearson’s r correlations. To
verify which of the analyzed resources predicted daily life fatigue in caregivers,
we performed multiple linear regression analysis.

RESULTS

Analysis of differences
between caregivers of people with invasive
and a non-invasive home mechanical ventilation

The analyses of results revealed that caregivers of people with invasive home
mechanical ventilation (64%) did not differ significantly from caregivers of those
using non-invasive (36%) mechanical ventilation in perceived socia support, in
any of its aspects, in the level of spiritual well-being, or in the level of physical,
mental, and social daily life fatigue (Table 1). The average scores were similar in
both groups of caregivers.

The results revealed no statistically significant differences, either, in per-
ceived socia support, spiritual well-being, and daily life fatigue in caregivers
depending on the time of mechanical ventilation use.
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Table1

Differences in Perceived Social Support, Spiritual Well-Being, and Daily Life Fatigue Between
Caregivers of Invasively and Non-Invasively Ventilated People

Caregivers of people with home mechanical ventilation

Variables total non-invasive invasive
N =55 n=20 n=35
Range M SD M D M D t p
Social support 50-106 8382 1356 8195 1434 84.89 1319 -0.769 445
emotional support 14-35 25.60 483 2475 501 26.09 472 -0.987  .328
practical support 17-40 3171 6.17 3115 612 3203 6.26 -0505 .616

social integration 13-35 26.40 458  26.05 463 26.60 461 -0.425 .673
Spiritual well-being  18-58 42.29 756  43.40 748 41.66 764  0.820 416

self-efficacy 10-30 18.75 452 1940 513 1837 4.17 0.808 423
life scheme 7-30 23.55 756 24.00 388 2329 4.88 0.560 .578
Daily lifefatigue 0-21 7.56 5.98 7.75 6.07 7.46 6.02 0.173 .863
physical fatigue 0-8 2.96 2.55 2.90 2.83 3.00 243 -0.138 .890
mental fatigue 08 2.76 249 3.15 2.46 254 251 0.869 .398
social fatigue 07 1.84 1.78 1.70 1.63 191 1.88 -0.426 .672

Resources and daily life fatiguein caregivers

Considering the size of the sample and the fact that the analyses mentioned
above did not reveal statisticaly significant differences in the examined va-
riables, we performed further analyses jointly for al the sampled respondents.
The analysis of correlations between perceived social support and daily life fati-
guein caregivers (Table 2) showed alack of statistically significant correlations.

Table2

Correlations Between Perceived Social Support and Daily Life Fatigue in Caregivers of Home
Mechanically Ventilated Patients

Daily lifefatiguein caregivers

total physical mental social

Total -.04 -.04 -.09 .04
emotional support .01 -.06 -.10 .07
practical support -.04 -.05 -.05 .02
social integration -.08 -.10 -.08 .01

N = 55. All correlation coefficients are statistically non-significant.

Daily lifefatiguein caregivers

Spiritual well-being

total physical mental social

Total -.54x** - 49Fx* -.55*** -.35%*
self-efficacy - 4TExH -.38** - 48r** -.36**
life scheme -.60%** - 52k** -.BLx** - 42%*

Note. N =55.** p> .01, *** p>.001.



PERCEIVED SOCIAL SUPPORT 61

Table 3 presents Pearson’s correlations between spiritual well-being and
daily life fatigue in caregivers. The overall spiritual well-being score as well as
life scheme and general fatigue scores showed a high negative and statistically
significant relationship with physical and mental fatigue in caregivers. A lower
positive correlation was also noted for the social aspect of daily life fatigue.
A higher level of self-efficacy in caregivers moderately correlated with lower
levels of al dimensions of daily life fatigue.

Determinants of daily lifefatiguein caregivers

In order to identify the resources that protect caregivers from daily life fa-
tigue, we performed stepwise multiple linear regression analysis (using the for-
ward elimination method). The results of the analyses are presented in Table 3.

Table 3

Predictors of Daily Life Fatigue — Results of Multiple Linear Regression Analysis (Forward
Elimination Method)

Standardized Unstandardized
Predictors coefficients coefficients t p
B S B SE
Model 1 - daily life fatigue (total)
self-efficacy -0.39 0.115 -0.52 0.152 -3.42 .001
life scheme -0.28 0.115 -0.37 0.152 -2.45 .018

F(2,52) = 13.63; p < .001; Adj. R = .32
Modd 2 — physical fatigue
sdf-efficacy -0.38 0.122 -0.21 0.069 -3.08 .003
life scheme -0.21 0.122 -0.12 0.069 -1.69 .097
F(2,52) =9.27, p<.001; Adj. R = .23
Mode 3 — mental fatigue
sdf-efficacy -0.39 0.11 -0.22 0.06 -3.45 .001
life scheme -0.29 0.11 -0.16 0.06 -2.55 014
F(2, 52) = 14.26; p < .001; Adj. R = .33
Mode 4 — social fatigue
sdf-efficacy -0.24 0.129 -0.10 0.051 -1.88 .066
life scheme -0.23 0.129 -0.09 0.051 -1.78 .081
F(2,52) = 5.24; p<.008; Adj. R = .14

Note. Social support was not a significant predictor in any of the models.
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Higher levels of both dimensions of spiritual well-being predicted the lowers
level of general daily life fatigue and mental fatigue. Self-efficacy was the only
one significant predictor of the physical dimension of daily life fatigue. Social
support as well as spiritual well-being were not significant resources promoting
lower socia fatigue. The determination coefficients for all models were mod-
erate.

DISCUSSION AND CONCLUSION

The psychosocia situation of caregivers of mechanically ventilated patients
has rarely been the subject of scientific research in Poland (e.g., Kozka et al.,
2011; Stodulska & Bitogan, 2016; Szatkowska & Szkulmowski, in press). The
results of the present study showed that the method and time of mechanical ven-
tilation use did not significantly differentiate the caregivers in terms of resources
and daily life fatigue. This finding may be explained by the low sample size,
which stems from the fact that in Poland home mechanical ventilation has-been
conducted for only 16 years and is currently provided to approximately 3,000
patients (Szkulmowski, 2016). Yet, numerous reports (Pagnini et a., 2012) sug-
gest that disease-related medical factors (e.g., general deterioration of health,
especially mobility, increasing dependency, progressive difficulties in breathing,
swallowing, eating, and expectoration) are relevant to caregivers' fatigue or bur-
den. Caregivers might adapt to situational requirements regardless of the health
condition of the patients (Zarit, Reever, & Bach-Peterson, 1980). The role of care
time and intensity is equally important (Evans, Catapano, Brooks, Goldstein,
& Avendano, 2012). Therefore, in subsequent studies, both patients ‘medical
characteristics and care factors should be investigated in detail.

The outcomes of our research reveal alack of statistically significant differ-
ences between the respondents in perceived social support, spiritual well-being,
and daily life fatigue. Thisis an unanticipated outcome. Similar studies have not
been reported before; it is therefore necessary to compare the results of the
present study to results obtained for other groups of caregivers.

Socia support proved to be one of the factors reducing the experienced fa-
tigue and burnout and contributing to more effective coping with stress in care-
givers (Grabowska-Fudala, Jaracz, & Gorna, 2009; Maghout-Juratli et a., 2010).
The results were acquired among 4,717 dyads of Danish caregivers and their
elderly charges, showing that social support has a protective function, contribut-
ing to lower stress severity through care and shortening stress duration (Verbakel,
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Metzelthin, Gertrudis, & Kempen, 2016). Caregivers of people suffering from
Alzheimer’s disease who declared higher level of social support showed alower
level of daily life fatigue, particularly physical fatigue (Basinska, Lewandowska,
& Kasprzak, 2013). Furthermore, amost half of the responders in the Polish
sample of caregivers of mechanically ventilated individuals reported increasing
fatigue and burden. They coped with difficulties by using family help and sup-
port (Stodulska & Bitogan, 2016). The lack of relationship between perceived
social support and daily life fatigue in the examined group of caregivers can be
explained by the fact that their sense of burden and fatigue might require differ-
ent resources, both personal and social. Thisis An example of this can be found
in the study by Agnieszka Wozniewicz and colleagues (Wozniewicz, Kalinow-
ska, Basinska, Pietrulewicz, 2014), who reported a higher level of persona re-
sources such as sense of coherence, optimism, and resilience in those caregivers
of people with paraplegia who experienced lower daily life fatigue. Furthermore,
the caregivers who have the opportunity to use the help of other people are de-
scribed as having a lower level of daily life fatigue (Wozniewicz & Basinska,
2014). The help providing by family members is a protective factor against
chronic fatigue among mothers of children with ADHD (Basinska et al., 2014).

Spiritual well-being understood as having a well-defined life scheme and
a sense of self-efficacy has comparable meaning to the sense of coherence (An-
tonovsky, 1995; Daaleman & Frey, 2004; Frey et al., 2005). Therefore, the ac-
quired results indicating a strong relationship between spiritual well-being and
physical as well as emotional fatigue in caregivers are consistent with the afore-
mentioned Polish research reports (e.g., Wozniewicz et al., 2014).

Other studies confirmed that spiritual well-being fosters higher quality of life
in various groups of caregivers of people with chronic illnesses — for example, in
caregivers of people suffering from ALS (Pagnini et al., 2011) and in caregivers
of cancer patients (Delgado-Guay et al., 2013; Leow et a., 2014). Moreover, the
existential well-being of those suffering from ALS is related to lower burnout,
anxiety, and depression in caregivers (Boerner & Mock, 2012). Burnout in care-
givers of people with dementia is related to the need for spiritual support
(Wright, Pratt, & Schmall, 1985).

It seems that spirituality can play a significant role in conditions which are
objectively difficult to alter, such as the situation of care giving to a chronically
ill person. When the possibility of controlling some aspects of the individual’s
life is minimal, efficient adaptation mostly involves intra psychological mecha-
nisms (Park, Sacco, & Edmondson, 2012). Social support can act as an important
resource preventing excessive burden in caregivers, athough severe illness often
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requires a response and stimulates them to reflect on the meaning of human life
(Frankl, 2009). In this respect, the abilities to recognize a meaning under the
circumstances, to flexibly reformulate life goals, or reconstruct the system of
beliefs, which are manifestations of spiritual well-being, seem to be very helpful
(e.g., Taylor, 2003; Frey et al., 2005). Caregivers who do not see the purpose of
their actions and their life experience spiritual challenges and unfulfilled spiritual
needs. Conseguently, they feel incompetent to cope with difficult situations and
might be more susceptible to daily life fatigue in the physical, mental, and —
partly — socia areas (Buck & McMillan, 2012; Salins, Deadhar, & Muckaden,
2016). For this reason, the concern about spiritual well-being in caregivers seems
to be as relevant as their psychosocial functioning. It is important to continue
research in this group of caregivers and to extend the scope of the research to
include a greater number of caregivers ‘personal resources as well as intrapsy-
chological characteristics of individuals using home mechanical ventilation.
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