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ABSTRACT

Obijectives: This study aimed to determine the self-care agency's (SCA) influence on the quality of life (QoL) in patients with
multiple sclerosis.

Materials and methods: The descriptive corellational study was conducted with 120 patients (84 females, 36 males;
mean age: 40.1+11.6 years; range, 19 to 73 years) with multiple sclerosis between September 2017 and May 2018. The data
were collected from the SCA scale and the Multiple Sclerosis Quality of Life-54 (MSQoL-54) scale. Multivariate variance
analysis was performed to evaluate the relationship between the MSQoL-54 scale and the SCA scale and the influence of
SCA on QolL.

Results: The mean score of the SCA scale was 93.37+25.47. In the evaluation of the MSQoL-54 scores, the patients
received 53.92+10.78 points from the compound physical health subscale and 62.52+17.93 points from the compound
mental health subscale. It was determined that SCA could explain the QoL related to physical health by 92% and mental
health by 95%.

Conclusion: Since SCA affects components of QoL, SCA is key in ensuring or increasing the QoL and well-being.
Furthermore, disability status comes to the foreground as another variable that influences all the fields of QoL. Therefore,
care interventions should be undertaken to adapt the patients to treatment and functional capacity to prevent labor loss and
decrease dependency.
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Multiple sclerosis (MS) is an inflammatory,
autoimmune, chronic disease that causes damage
to the myelin sheath and axons in the central
nervous system, functional clearances, disability,
and deterioration in quality of life (QoL).M It is
observed at a rate of 1/3,000 individuals worldwide
and 1/300 in countries with a high prevalence,
and about 2.8 million individuals are estimated
to have been diagnosed with MS worldwide.” Its
incidence is reported to be 2.1/100,000 annually,
and 50,000 individuals are reported to have been
diagnosed with MS in Turkiye.®® The mortality
risk (hazard ratio) is reported to be 10.2 in patients
below 18 years of age and 4.2 in ages between

18 and 40.% The appearance of the disease in
young adulthood and its chronic nature, leading
to morbidity and impairing the QoL, makes it
important.”

Sensory issues such as paresthesia or
hypoesthesia, fatigue, visual problems such as
diplopia, cognitive disorders, including memory
and concentration, sexual dysfunction, urinary
incontinence, and spasticity may be observed
in patients.”” Furthermore, the disease may lead
to economic burden due to loss of work or loss
of status, social problems such as alterations in
family processes, and loss of a spouse in case
of divorce, all of which may impair the QoL as
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frequently as physical problems.”® Preserving and
maintaining health and relieving the symptoms
gain importance, and consequently, the concept of
“self-care” has come to the foreground.”

Self-care is the contribution and effort of
the individual for their self-health and wellness
through preserving and improving health.” Self-
care agency (SCA) is the initiation or application
capacity of self-care behaviors." Disruption of
SCA can lead to a decrease in QoL.M

Self-care agency was shown to positively
affect the QoL. Self-care behaviors represent a
critical aspect of a healthy lifestyle. Individuals
with high self-care power have high self-esteem
and increase their QoL with healthy living
behaviors.'? Since MS is a disease that requires
regular and continuous follow-up similar to other
chronic diseases, it requires a biopsychosocial
approach." A contribution should be made to
cope with the problems encountered due to
the disease, and interventions should be made
to increase the QoL. Hence, determining the
SCA of patients with MS and its effect on the
QoL is essential for nursing care. The nurse is
responsible for determining the self-care power,
supporting it if it is sufficient, and applying
and following the interventions to improve it if
it is insufficient. At this point, it does this by
introducing supportive/educational and remedial
nursing systems. From this point of view, this
research aimed to determine individuals’ self-care
power and reveal its effects on QoL.

MATERIALS AND METHODS

The descriptive correlational study included
120 patients (84 females, 36 males; mean age:
40.1£11.6 years; range, 19 to 73 years) with MS
who presented to the Neurology Outpatient Clinic
of Ondokuz Mayis University, Health Application
and Research Center between September 2017
and May 2018. The inclusion criteria were as
follows: ability to read and write Turkish, being
18 years of age or above, being diagnosed for
at least six months, and not having another
functional disorder that may influence the SCA
and lead to disability.

Data were collected by the researcher in the
outpatient clinic setting using an introductory
information form, the SCA scale, and the Multiple
Sclerosis Quality of Life-54 (MSQoL-54) scale. The
Expanded Disability Status Scale (EDSS) score was
obtained from the physician’s examination.
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The introductory information form consisted
of 10 questions. These questions included
sociodemographic data, such as age and sex, and
disease-related data, such as attack frequency, MS
duration, and MS type.t4?

Kearney and Fleischer'™ developed the SCA scale
in 1979. The Turkish validity and reliability study
was conducted by Nahcivan™ in 1994. It is a 5-point
Likert scale with 35 items, with each item scored
between 0 and 4. The minimum total score is 0, and
the maximum is 140, with higher scores indicating
better SCA. The scale has no cutoff score. The
reliability coefficient of the scale was found to be
0.80." In the Turkish validity and reliability study of
the scale, the reliability coefficient was reported as
0.92." In this study, the Cronbach’s alpha coefficient
was 0.952.

The MSQoL-54 instrument was developed by
Vickrey et al.,'”" and the Turkish reliability and
validity studies were carried out by Idiman et al.'®
and Tulek."™ The scale was developed by adding
new items to the SF-36 (36-item Short Form
Health Survey). The MSQoL-54 scale is composed
of two main subscales, including the compound
physical health (CPH) and the compound mental
health (CMH). Higher scores indicate higher QoL.
The scale has no cutoff score. The reliability
coefficient of the scale was found to be 0.96
for CPH and 094 for CMH subscales."” In the
Turkish validity and reliability study of the scale,
the reliability coefficient was reported as 0.94 for
CPH and as 0.89 for CMH." In this study, the
Cronbach’s alpha coefficient was 0.857 for CPH
and 0.704 for CMH.

While the MSQoL-54 scores constituted the
dependent variable of the study, the total score of SCA
scale, introductory information (age, sex, education
level, and marital status), and characteristics of the
disease (type of disease, disability score, duration
of disease, and number of attacks) constituted the
independent variables.

Statistical analysis

The G*Power  version 3.1 software
(Heinrich-Heine-Universitit Diusseldorf, Dusseldorf,
Germany) was used to determine the sample size
(95% confidence interval, 095 powen.?*?! The
data were analyzed using the IBM SPSS version
21.0 software (IBM Corp., Armonk, NY, USA). In
descriptive analyses, the mean + standard deviation
(SD) was provided for parametric tests, and the
median, minimum, and maximum were given for
nonparametric tests. The independent sample t-test
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and one-way analysis of varience were used for the
normally distributed data, and the Kruskal-Wallis H
test was used for the nonnormally distributed data.
The multivariate variance analysis was applied for
the analysis of the relationship between MSQoL-54
and SCA scale and the influence of SCA on the
QoL. A p-value <0.05 was considered statistically
significant.

TABLE 1
Distribution of sociodemographic and disease-related

data (n=120)

Descriptive characteristics

Age (year)
18-29 27 225
30-39 34 28.3
40-49 34 283
50-59 18 15.0
260 7 59
Sex
Female 84 70
Male 36 30
Education status
Literate 5 4.2
Primary School 45 375
High School 46 38.3
University 24 20.0
Marital status
Married 88 73.3
Single 32 267
Employment status
Not working due to disease 35 29.2
Not working 62 51.7
Working 23 19.1
Disease-related data
MS type
RRMS 87 725
PPMS 9 75
SPMS 6 5.0
CIS 18 15.0
EDSS
0-15 65 54.2
2-35 18 15.0
4-6 37 30.8
Number of attacks
0-5 80 66.7
6-11 32 26.7
12 and above 8 6.6
Disease duration
6 months-1 year 11 9.2
2-3 years 19 15.8
4-5 years 23 19.2
6-7 years 12 10.0
8 years and above 55 45.8
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RESULTS

The descriptive data and disease characteristics
of the participants are presented in Table 1. Of the
patients, 28.3% were in the 40 to 49 age group,
38.3% were graduates of intermediate/high school,
73.3% were married, and 51.7% were unemployed.
Of them, 72.5% had relapsing-remitting MS, 54.2%
had EDSS scores of 0 to 1.5, 66.7% had experienced
0 to 5 attacks, and 45.8% were diagnosed with MS
for eight years or longer (Table 1).

The mean SCA scale score was determined to be
93.37+25.47. The mean score of the MSQoL-54 CPH
subscale was 53.92+20.78, and the mean score of
the CMH subscale was 62.52+17.93 (Table 2). Table 3
represents the distribution of the mean scores of the
SCA scale and the MSQoL-54 scale. No statistically
significant difference was found in the distribution
of the SCA scale score according to the descriptive
data and disease characteristics; however, sex was
found to affect the mean scores of SCA scale (p<0.05,
Table 3).

The mean SCA scale scores of patients who were
university graduates were found to be statistically
significantly higher than those of the other groups

TABLE 2
Mean scores of the MSQoL-54 subscales and SCA scale
Scale Mean+SD
Self-care agency scale 93.37+25.47
Physical health 447943217
., Physical problems-related role limitation — 58.54+40.93
.§ Pain 61.79£28.50
é Energy-Fatigue 39.46£16.99
T Social functioning 66.52+25.40
é Health perception 46.04%23.85
T Health distress 59.25+23.67
© Sexual functioning 67.81£35.59
Compound Physical Health (CPH) 53.92+20.78
2 Emotional problems-related role 78.33+36.83
© | limitation
g Emotional wellness 55.10+15.38
% Health distress 59.25+23.67
é Cognitive functions 64.37+25.27
% Overall quality of life 54.40+20.54
© Compound Mental Health (CMH) 62.52+1793
Alteration in health 48.95+26.60
Satisfaction from sexual functioning 57.10+33.44

MS: Multiple sclerosis; RRMS: Relapsing-remitting MS; PPMS: Primer progresif
MS; SPMS: Sekonder progresif MS; CIS: Clinically Isolated Syndrome.

MSQoL-54: Multiple Sclerosis Quality of Life-54; SCA: Self-care agency;
SD: Standard deviation.
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TABLE 4
Multivariate analysis between the SCA scale and the MSQoL-54 scale

MSQoL-54 Scale B SD t 2 r R?
Compound physical health (CPH) 0566  0534-0599  0.016 34568 0.000* 0.614 0921
Compound mental health (CMH) 0.666 0.638-0.694 0.014 46.773 0.000* 0.656 0.955

SCA: Self-care agency; MSQoL-54: Multiple Sclerosis Quality of Life-54; B: Beta coefficient; SD: Standard deviation. t: t value; p: Significance
level; 1: Correlation coefficient; R2: corrected specificity coefficient; * p<0.001.

(p<0.05, Table 3). The mean SCA scale scores of the
employed patients were higher than unemployed
patients (p<0.05). The scores of the patients with
clinically isolated syndrome (CIS) were higher than
those in the other MS types, but the difference
was not statistically significant (p>0.05, Table 3).
The EDSS score, the number of attacks, and disease
duration were determined not to significantly affect
the SCA scale scores (p>0.05, Table 3).

The CPH and the CMH subscale scores were
found to be influenced by sex, and females
were determined to receive higher scores from
all of the subscales of the QoL (p<0.05, Table 3).
While the subscales of the MSQoL-54 scale were
not affected by educational status, they were
influenced by employment status. The mean scores
of the employed patients were found to be higher
(p<0.05, Table 3).

The mean scores of the patients followed up
due to CIS were found to be higher (p<0.05)
(Table 3). The mean scores of the MSQoL-54 scale
were found to increase as the EDSS score and the
number of attacks decreased, and the difference
was statistically significant (p<0.05, Table 3). The
patients with a disease duration of four to five years
had statistically significantly higher MSQoL-54 scale
scores (p<0.05, Table 3).

When the effect of SCA on the QoL was
evaluated, a highly positive relationship was found
between the CPH and the CMH subscales (p<0.05,
Table 4). Self-care agency could explain CPH-
related QoL at a rate of 92% and CMH-related QoL
at a rate of 95% (Table 4).

DISCUSSION

The mean SCA scale score was 93.37+£25.47 in
this study, compared to the 82.82+22.82 found
in the study of Kasik¢t and Dayapoglu?? and
88.42+1.34 in the study of Bayram and Yurttas.
23 The results of this study are consistent with
the literature. Given that the maximum score

of SCA scale is 140, SCA was determined to
be satisfactory. According to the results of the
studies, it can be said that the self-care power
of patients with MS is moderate. Considering the
sociodemographic variables of patients with MS
in the literature and in this study, self-care power
differs according to variables such as education
level and sex. It is thought that MS type, EDSS
score, disease duration, and increase in the
number of attacks, which are variables related to
MS, decrease the self-care power of individuals.
Therefore, the variables mentioned above may
reduce the self-care power of individuals with MS
by affecting the adaptation process to the disease.

It was observed that the SCA was higher in female
patients, which was statistically significant. Yang et
al.”? reported that SCA was better in females. This
was considered to result from women being more
familiar with roles concerning care and caregiving,
which could positively affect the behaviors of self-
care.

Similar to another study, this study observed
that SCA was significantly better in university
graduates.” The study of Kasik¢t and Dayapoglu??
revealed that SCA was better among those who
were graduates of faculties. This was considered
to be related to the fact that increasing education
levels facilitates access to knowledge and increases
the level of awareness.

Self-care agency was determined to be better in
employed patients, which was statistically significant.
Self-care agency was worse in patients who were
unemployed due to their disease. Self-care agency
was reported to affect the working status, and the
risk of being unemployed due to MS was reported
to increase by 8%.% Given that the patients who
cannot work due to their disease are the ones who
are retired due to disability and who have a disability
and functional restrictions due to symptoms, worse
SCA may be expected in these patients.

Self-care agency was determined to improve in
patients with CIS compared to the other MS types,
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and SCA was determined to improve as the number
of attacks decreased. Clinically isolated syndrome
was reported to be an intermediate form in which
disability has not yet developed.”?” The small number
of attacks suggests that disability is limited or not
developed. Hence, this result was associated with
the functional capacities not having reached a
restrictive level.

Subscales of CPH and CMH were determined
to be better among female patients, with statistical
significance. Our results are consistent with the
literature.? Huh et al.”® reported a higher physical
health-related QoL score and a lower mental
health-related QoL score in female patients. Studies
reported that women have better physical and
mental health-related QoL.”**" The prognosis of
MS was reported to be better in female patients.”
It was thought that the higher QoL exhibited by
women was related to this situation.

The MSQoL-54 scale was found to be affected
by the working status, with statistical significance.
Quality of life was found to be better in working
patients. Physical and mental health-related scores
were reported to be higher among employed
patients compared to unemployed patients.?”
While Abdullah and Badr®” reported that the
working status affected the physical and mental
health, Baumstarck et al.®! reported that the
working status did not affect the physical and
mental health. Given that MS may emerge at a
young age, the inability of young people to work
may impair the QoL components. Given that all
these factors are determinants of health, it is
possible that the QoL may be influenced by the
working status.

The subscale scores of MSQoL-54 were higher
in patients with CIS and were found to increase as
the EDSS score and the attack number decreased,
with statistical significance. It was observed that
the physical and mental health scores of those
with an EDSS score of 4 to 6 points decreased
significantly compared to those with 0 to 1.5
points. Likewise, those with 0 to five attacks
appeared to have lower physical and mental health
than patients with 12 or more attacks. Physical
health and, thereby, the QoL were reported
to be impaired as the disability increased.?V
Increased function loss directly affects the QoL.
Usually, a new attack may lead to disability or
short/long-term function loss. Hence, a better QoL
may be expected in patients with CIS with lower
EDSS and fewer attacks.
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When the MSQoL-54 scale was evaluated
according to the disease duration, CPH and CMH
scores were higher in patients with a four- to
five-year disease duration, with a statistically
significant difference. The disease duration was
observed to affect the compound's physical and
mental health and result in an alteration in the
health scores. Rezapour et al.®!! reported that the
physical and mental health scores decreased when
the disease duration was longer than five years.
Studies reported that the QoL is impaired as the
disease duration prolongs and that the disease
duration does not affect physical and mental
health.B3! Increased disability, duration of illness,
and chronic illness could affect QoL.

A positive and significant relationship was
found between SCA and QoL, where SCA affected
physical and mental health-related QoL with a rate
of 92%. On the other hand SCA explained mental
health-related QoL by 95%. In studies conducted
with patients with chronic diseases, the SCA was
reported to significantly affect the QolL.!3#:32
Self-care agency brings physical well-being as it
provides self-control.B? It is thought that patients'
self-control skills improve their coping skills and
thus increase their QoL by nurturing their mental
health. The result was found to be affected in this
direction.

It was observed that self-care could contribute
to the health profiles of patients with MS and
that self-care could be considered a dimension
of QoL.B¥ Self-care agency supports performing
activities of daily living. Balance and independence
in activities of daily living can improve QoL.B¥
Therefore, it may be possible to increase self-care
power and QoL by supporting activities of daily
living.®? It was suggested that effective coping
strategies with self-care power as a mutual effect
could increase the QoL with the ability to perform
daily living activities and well-being.

In addition, with self-care, the individual
activates the positive coping mechanism and
reveals their self-efficacy."” Individuals with good
SCA can develop self-confidence in managing MS,
which can create future anxiety with the thought
that they will overcome certain difficulties. All
these factors can support SCA and QoL. On the
other hand, considering that the QoL consists of
many factors such as sociological, psychological,
and personal coping and self-efficacy, it can
be thought that self-care is one of the critical
determinants of QoL.
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This study was limited by its geography and
social differences. Therefore, the results cannot be
generalized to other groups. Causality and effect
relationships are limited due to the descriptive design.

In conclusion, the patients in this study had
good SCA. Self-care agency was influenced by
sex, education level, and working status. The CPH
and the CMH subscales were also affected by sex,
working status, MS type, EDSS, disease duration,
and the number of attacks. A significant positive
relationship was determined between SCA and
QoL, and SCA could explain the CMH-related QoL.
The results indicated that the long duration of
MS decreased the SCA of the patients. Therefore,
supporting the patient and the family is important
in MS, as in other chronic diseases. To improve
SCA, nurses should support the patient and the
family, create an instructive environment, provide
guidance, and utilize a trainer role. Furthermore,
the patients should be enabled to reach knowledge
sources depending on their educational level under
the guidance of the nurses, education programs
should be arranged, and feedback should be
obtained. Communication between the patients
and the local authorities may be established to
evaluate the working capacities to improve SCA
and QoL. Quality of life is increased by improving
the SCA. Hence, studies using methods and
models for developing self-care are recommended.
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