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The effects of self-care training on quality of life In
patients with multiple sclerosis
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ABSTRACT

Background: Multiple sclerosis (MS) is a chronic and progressive disease of the central nervous system with
debilitating symptoms and complications. Therefore, education and appropriate interventions, including self-care
education, are necessary to increase the quality of life in these patients. The purpose of this study was to determine the
influence of self-care education on quality of life in MS patients affiliated to Iranian MS Association.

Materials and Methods: This quasi-experimental study assessed a single group of MS patients before and after
training. Totally, 50 MS patients were selected non-randomly from the patients referring to Iranian MS Association. A
two-part questionnaire was used to collect data. The first part included demographic information and the second part
consisted of a quality of life questionnaire (MSQOL-54) including 54 items in 3 sections and 14 subgroups. The scores
ranges from zero to a hundred in each subgroup. The reliability of the questionnaire has been confirmed (Cronbach's
alpha = 0.96). The questionnaires were filled out by the patients before training. After at least six 50-minute training
sessions during three months, the same questionnaire was again completed by the participants. Statistical analyses,
including absolute and relative frequency tables and mean and standard deviation for descriptive analysis, and t-test and
Pearson correlation for descriptive analysis, were performed by SPSS.

Findings: The mean values of quality of life in physical health, pain, fatigue, health conception, changes in health status,
sexual activities, as well as overall quality of life scores differed significantly after training. Moreover, except for cognitive
activity, there were significant differences in values of mental health before and after training

Conclusions: Designing and applying the self-care programs based on the educational needs of MS patients has a
positive effect on physical and psychological aspects of their quality of life.
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INTRODUCTION

ultiple sclerosis (MS) is the most common

l \ / I disabling disease of young adults. It occurs due
to the

demineralization of the central nervous system.' It is the
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worldwide suffering from the disease. There are about
forty thousand MS patients in Iran. Currently there are
12 thousand people who have cases in the Iranian MS
Society. The prevalence of MS has been reported as
approximately 20 people in every hundred thousand
people in Iran.*) This disease will affect all aspects of the
patients' life, induding physical ability, emotional and
psychological status, employment, family life, social
activities and finally the quality of life.>’ MS, as a chronic
disease, makes adverse effects on the quality of life. In
addition, disability, pain and suffering will impose direct
and indirect costs to the society,**) which in turn affects
the ability of the patient to perform self-care.”) Lack of
awareness and self-care deficit are among the reasons
leading to frequent hospitalizations of MS patients.
Thus, self-care training has an important role since it will
prevent frequent hospitalizations, reduce frustration and
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increase confidence in MS patients.*”! For such training
should focus on training the patients' physical, emotional,
psychological, social and economical needs. Main goals of
care, such as controlling the disease, improving personal
performance and reducing side effects,'*'?) should be
determined in self-care training. Considering the
signiﬁcant impacts the abovementioned problems have on
the quality of life among patients with MS, the present
study has been conducted to determine the effects of self-

care training on the quality of life in patients with MS.

MAaTERIALS AND METHODS

The present quasi-experimental study evaluated a single
group of 53 MS patients before and after an intervention.
Due to the limited number of patients satisfying the
inclusion criteria, the subjects were not selected randomly.
The inclusion criteria were membership in the Iranian MS
Society, aging between 20 and SO years, willingness to
participate in the study, conﬁrming the existence of the
disease by the physician, not having psychological diseases,
no severe physical symptoms, not having drug addiction,
and not participating in training sessions of the MS
Society. The data was collected using a two-part
questionnaire. The first part was about the demographic
characteristics of the patients and involved age, gender,
education level, marital status, duration of illness and type
of MS. The second part consisted of the quality of life
questionnaire (MSQOL-54) including 54 questions in 3
sections and 14 subgroups. Three main sections of the
questionnaire were physical quality of life, psychological
quality of life and overall quality of life. Each subgroup
could be scored between zero and one hundred. The
questionnaire was translated, standardized and has been
used for several times. The reliability of the questionnaire

was approved by a Cronbach's alpha coefficient of 0.96.

The 3-month training program involved at least six
50-minute training sessions. During the sessions, simple
questions regarding underlying diseases and their causes,
self-care skills in mobiiity, skills in reducing physical
symptoms (fatigue, sexual satisfaction, and improving
skills  in  reducing

psychological symptoms were answered.

emotional and
In addition,
emotional,

nutrition), and
training parnphlets on all physical,
psychological and social aspects of MS were distributed.
The researchers called and followed the subjects each
month. The patients were re-evaluated with the same
questionnaire, 45 days after the last training session. Due
to mental health problems and lack of cooperation, 3
patients were excluded from the research and the study was
continued with the remaining 50. Data analyses were

performed by SPSS. Absolute and relative frequency tables,

mean and standard deviation were used for descriptive
analysis, while t-test and Pearson correlation coefficient
were used for inferential statistics.

FINDINGS

This study evaluated SO patients in two stages, before and
after training. Demographic data showed 062% of the
subjects were single and 38% married. Most participants
aged 20 to 30 years and had at least a high school diploma.
The disease was present for 1 to 5 years in 50% of the
subjects and for over S years among the others. The t-test
results showed signiﬁcant differences in physical quality of
life and overall quality of life scores (p < 0.05) in the
foﬂowing areas: physical health, pain, fatigue, perceived
health and changes in health and marital satisfaction. The
quality of life scores increased after the intervention in all
cases. There was not a statistically significant difference
(between before and after training) in the areas of energy
changing and the ability to improve work and social
activities (p > 0.05) (Table I). Except for cognitive
activity (p = 0.001), there were statisticaﬂy signiﬁcant
differences in emotional and psychological health after the
training. The most and least changes in the psychological
aspects of quality of life were attributable to total mental
health scores (p< 0.001) and mental health (p < 0.04),
respectively. The most and least changes in physical aspects
of quality of life were observed in physical health (0.32),
(p < 0.004) and pain and energy fields (0.02) (p > 0.05),
respectively (Table 2). It is noteworthy that self-care
training involved and improved all domains of quality of
life. The differences were signiﬁcant in both physical and
mental domains and the overall quality of life scores
(p < 0.001). In the emotional and psychological domains,
there were statisticaﬂy signiﬁcant relations between gender
and emotional and psychoiogical reasons to do things, as
well as between quality of life in patient's perspective and
marital status and education (p < 0.05). There was a
signiﬁcant correlation between the quaiity of life in the
patient's perspective and the recurrence of the disease
(p < 0.095). In addition, in physical aspects, the study
tindings showed significant correlations between marital
status and social activities and also between education and
the two areas of physical quality of life sexual activity
(p = 0.04) and perceived health (p = 0.03) (p < 0.05).
Spearman correlation test revealed a linear relationship
between duration of the disease and the variables of
cognitive activity (r = 0.27) and a feeling of well-being
(r = 0.21). The results of Spearman correlation test also
indicated an inverse linear relationship between age and the
physical health variables (r = - 0.68), perceived health
(r =-0.43) and overall physical health (r =-0.039).
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Table 1. Evaluating of the physical domain of quality of life among the participants before and after training

Before training After training Mean Difference p,t

Physical health 12.86 (2.39) 12.9 (2.39) 0.04 0.05, 0.6
Health perception 11.6 (1.75) 11.72 (1.71) 0.12 0.03,1.4
Energy 8.98 (2.12) 9(2.1) 0.02 0.15,1.42
Problems in working due to physical reasons 7.02 (2.54) 7.09 (2.54) 0.07 0.32,1
Pain 8.02 (2.09) 8.04 (2.08) 0.02 0.32,1
Sexual activities 1.73 (2.46) 1.85 (2.54) 0.12 0.4,0.8
Social activities 7.01 (2.35) 7.05 (2.28) 0.04 0.15, 1.42
Changes in physical health 7.9 (1.48) 7.96 (1.44) 0.06 0, 1.69
Overall physical health 65.21 (10.27) 65.53 (10.1) 0.32 0.004, 2.98

Values before and after training are expressed as mean (SD).

Table 2. Evaluating the in emotional and psychological domains of quality of life among the participants before and after training

Mean

Before training After training difference p,t
Changes in mental health 10.06 (1.88) 10.08 (1.88) 0.02 0.04,1.2
Problems in working due to psychological reasons 11.19 (8.39) 13.59 (8.12) 2.4 0.003, 3.13
Cognitive activities 10.98 (3.29) 11.21 (3.17) 0.23 0.2,0.7
Feeling of well-being 16.58 (4.71) 17.26 (4.69) 0.68 0.01, 2.49
Quality of life from the patient's perspective 10.97 (2.91) 11.84 (2.73) 0.87 0,39
Overall emotional and psychological health 59.8 (16.99) 63.88 (16.29) 4.08 0.001, 3.45

Values before and after training are expressed as mean (SD).

DiscussionN

Based on our results, quality of life after the training
improved in most domains. There was a statisticaﬂy
significant difference in overall physical health (p = 0.004)
which shows the efficiency of the training program in this
field. Similarly, Montel and Bungener studied 135 patients
with MS in France in 2007 and found a signiﬁcant
difference in overall physical health after training
(p = 0.002).") Twork et al. performed a study entitled
"Living conditions, quality of life and adjustment in
patients with MS" and suggested training as effective on
physical health improvement (p = 0.003).!"*

In the present study, a statistically significant difference
was seen in the values of health perception before and after
the training (p = 0.03) which can indicate the training to
be effective on improving health perception. Likewise,
Twork et al. performed a study in 2008 in Hungary and
obtained the same result as we did (p = 0.001)."

A previous study did not find a significant difference
between energy levels and improvement in ability to work
before and after training (p = 0.15).“4] Similarly, Solari
and Radice did not observe a statistically significant
improvement in energy levels or problems in working due
to physical reasons as a result of training (p = 0.32)."%!
Our results indicated that no statistically significant
improvement has been obtained in social activities after
training (p = 0.I5). Ennis et al. conducted a survey in
2008 and reported the same results (p = 0.22).1"

We observed a statisticaﬂy significant difference in the

physical area after training (p = 0.001). Training was
also found to improve physical health. On the contrary,
Twork et al. suggested training not to be effective on

physical health and its improvement (p > 0.05).""*

Our results indicated a statistically significant change in
overall psychological health after training (p = 0.001).
Likewise, Montel and Bungener reported training  as
effective on improving the overall emotional health."" In
addition, our findings suggested training to cause a
significant change in the field of problerns n working due
to emotional and psychological reasons (p = 0.003).
However, Twork et al. did not find a significant
difference in the field of cognitive activity."* Moreover,
Samgelaji et al. studied the effects of rehabilitation
services on the quality of life among people with MS and
reported similar results (p > 0.05).""!

The present study revealed training to be effective on
well-being and quality of life from the patient's
perspective (p = 0.001), i.e. a significant difference was
seen after the training. However, Solari and Radice
concluded that training had no effects on quality of life
from the patient's perspective (p > 0.05).l"*

We also found a significant relationship between gender
and problems in working due to emotional and
psychological reasons (p = 0.05), i.e. higher averages in
this area were observed among females and therefore,
problerns n Working due to emotional and psychological
reasons declined in women after training. In addition,
statistically significant relationships existed between
marital status and social activities in the physical area
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(p = 0.05). In fact, the average in single people was
higher than married people which means the social
activities of single people were higher after training.
There was also a statistically significant relationship
between marital status and quality of life from the
patient's perspective in the emotional and psychological
field (p = 0.002). Due to the higher average, we
concluded that training married subjects improved the
quality of life from the patient's perspective (p > 0.05).
In contrast, Pekmezovic showed that there was no
significant relationship between marital status and quality

of life (p > 0.05)."”!

The results of this study indicated a significant
relationship between education and the two areas of
physical quality of life, namely sexual activity (p = 0.001)
and perception of health (p = 0.03). There were also
significant relationships between education and quality of
life from the patient's perspective in the emotional area
(p = 0.001), i.e. the average score was more in people
with an education level above high school diploma. Thus,
training could improve the mentioned areas more in
people with higher education. Similarly, Zohrevand
suggested training as more effective in people with coHege
degrees.®!

According to our ﬁndings, there was a signiﬁcant
correlation among a number of areas of physical quality
of life and the duration of the disease. Spearman
correlation test showed inverse linear relationships
between the duration of the disease and the variables of
physical health (r = 0.04), sexual activities (r = 0.36),
social activities (r = 0.05), overall health (r = 0.11),
cognitive activities (r =-0.27), and feeling of Well—being
(r = -0.21). In other words, the value of the variables
reduced as the duration of MS increased. There was a
direct linear relationship between problems in working
due to physical reasons (r = O.ZZ) and disease duration,
i.e. patients with longer periods of MS had increased
problems in working due to physical reasons. However,
Pekmezovic did not find
coefticients between disease duration, gender, and marital
status (p > 0.05)."” This contrast might be related to the
fact that patients in the study of Pekmezovic enjoyed

significant ~ correlation

higher levels of social and economic support than our

patients did.

Spearman correlation test revealed an inverse linear
relationship between quality of life from patient's
perspective (r = 0.2) and number of disease recurrences.
Therefore, quality of life from patient's perspective
reduced as the frequency of disease recurrence increased.
Somers also found that patients with higher recurrence

rates had a lower quality of life.”*"

Moreover, Spearman correlation test showed inverse
linear relationships between age and physical health
(r = 0.68), perception of health (r = 0.43) and overall
physical health (r=10.039). As a result, higher ages were
associated with lower physical health, perception of
health and overall physical health. Likewise, Patti et al.
reported a linear relationship between age and overall
physical health.?! According to the ﬁndings of this study,
and considering the impact of MS on physical, emotional
and psychological aspects of life among patients, their
quality of life can be prornoted through proper training.
We found self-care training to be effective on physical,
emotional and psychological domains of quality of life in
patients with MS. Therefore, educational planners in the
various health centers and the authorities of MS Society
are recommended to consider trainings in order to
enhance the quality of life among these patients.
Trainings would make MS patients feel good and be
more efficient. An independent self-care program is
particularly important since it is a non-pharmacological,
noninvasive, and inexpensive method in controﬂing

physical and psychological problems associated with MS.
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