PRACE ORYGINALNE

Grażyna CEPUCH1
Iwona OSKĘDRA1
Marlena OLMA2
Katarzyna WOJTAS1

The quality of life with regard to the sexual
sphere and acceptance of the disease in
young adults suffering from multiple sclerosis
Ocena jakości życia z uwzględnieniem sfery seksualnej
i akceptacji choroby u młodych dorosłych chorujących
na stwardnienie rozsiane

Nursing and Midwifery Institute Faculty
of Health Sciences, Jagiellonian University
Collegium Medicum, Krakow, Poland
Head:
Dr hab. Maria Kózka, prof. UJ
1

Graduate Institute Faculty of Health Sciences,
Jagiellonian University Collegium Medicum,
Krakow, Poland
2

Additional key words:
acceptance of disease
quality of life
multiple sclerosis
Dodatkowe słowa kluczowe:
akceptacja choroby
jakość życia
stwardnienie rozsiane

Adres do korespondencji:
Grażyna Cepuch
Instytut Pielęgniarstwa i Położnictwa
ul. Kopernika 25
31-501 Kraków
tel: 600132585
e-mail: grazyna.cepuch@uj.edu.pl

276

Introduction: Multiple sclerosis
as a disease of various dynamic and
unpredictable consequences at different periods of the disease can lead to
quality of life reduction. One
of the guarantors for maintaining
a good quality of life is accepting the
disease.
The aim of the study was to evaluate the quality of life, taking into account the sexual sphere and acceptance
of the disease among young adults
with multiple sclerosis.
Material and Methods: The study
included 120 people of both sexes,
aged from 18 to 35 years of age suffering from multiple sclerosis during
remission, independent in everyday
activities or requiring a minimum of
help. The study used a questionnaire
MSQOL-54 instrument and the AIS
scale. The statistical analysis used
the following: Kruskal-Wallis test,
Mann-Whitney test, Chi2, Spearman
coefficient. Program Statistica 7.1 was
also used. The level of significance
was p <0.05.
Results: The overall quality of life
increases with the acceptance of the
disease (Spearman
r-0.364; p=0.000). It has been demonstrated the existence of significant
statistical positive correlation between
satisfaction with the sexual sphere and
acceptance of the disease (Spearman’s
r 0.271; p=0.005) and satisfaction with
the sexual sphere and quality of life
(Spearman’s r 0.467; p=0.000).
Conclusions: The factor determining the quality of life of patients with
MS is the acceptance of the disease.
Satisfaction with sexual life is a significant factor in assessing the quality
of life by patients and the acceptance
of their illness.

Wstęp: Stwardnienie rozsiane jako
schorzenie o różnorodnej dynamice
i nieprzewidywalności następstw na
różnym czasie trwania choroby prowadzić może do obniżenia jakości życia.
Za jeden z gwarantów pozwalających
na zachowanie dobrej jakości życia
uznaje się akceptację choroby.
Celem badania była ocena jakości
życia z uwzględnieniem sfery seksualnej i akceptacji choroby przez młodych
dorosłych chorych na stwardnienie
rozsiane.
Materiał i metody: W badaniu
uczestniczyło 120 osób obojga płci,
w wieku od 18 do 35 r.ż. chorujących
na stwardnienie rozsiane w trakcie remisji, samodzielnych w czynnościach
dnia codziennego lub wymagających
niewielkiej pomocy. W badaniu wykorzystano kwestionariusz MSQOL-54
Instrument oraz skalę AIS. Do analizy
statystycznej wykorzystano testy:
Kruskala-Wallisa, U Manna-Whitney’a,
Chi2, współczynnik rang Spearmana.
Użyto programu Statistica 7.1. Przyjęto
poziom istotności p<0,05.
Wyniki: Ogólna jakość życia rośnie
wraz ze wzrostem akceptacji choroby
(r-Spearmana 0,364; p=0,000). Wykazano występowanie istotnie statystycznej korelacji dodatniej pomiędzy satysfakcją ze sfery seksualnej a akceptacją
choroby (r-Spearmana 0,271; p=0,005),
oraz satysfakcją ze sfery seksualnej
a jakością życia (r-Spearmana 0,467;
p=0,000).
Wnioski: Czynnikiem determinującym jakość życia pacjentów z SM
jest akceptacja choroby. Satysfakcja
z życia seksualnego jest znaczącym
czynnikiem w ocenie jakości życia
przez pacjentów i akceptacji swojej
choroby.

Introduction
Multiple sclerosis (sclerosis multiplex
- MS) is a disease with a very non-specific
nature of the high variability of symptoms
[1], with the peak incidence (20-40 years of
age) being the highest human activity in the
aspect of family life and occupational activity.
SM not only leads to permanent disability

but also escalates the social consequences
[2,3]. It is estimated that about 40-60 thousand people suffers from multiple sclerosis
in the whole country. However, these data
are only presumed, because studies on the
disease in Poland seem to be insufficient
[4,5]. Multiple sclerosis forces reevaluation
the sick person’s professional, family and
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social life [6,7], resulting in a change in
quality of life. One of the guarantors for
maintaining a good quality of life is an adaptation to the disease and its acceptance.
In order to accept the illness it is necessary
reach consensus with the image of oneself.
To achieve that psychological adjustments
are necessary, such as having a value
system, their own identity and control over
the environment [8]. In the case of multiple
sclerosis process of adaptation to the disease is especially difficult because of the
variable dynamics of the disease and its
unpredictability and lack of control over it.
Assessment of the process of adaptation
and acceptance of the disease can be vital
in maintaining or improving quality of life. In
modern medicine the attention is drawn to
the way of describing the quality of life, which
should be presented subjectively and objectively. Subjective factors include, among
others, satisfaction with family life (including
sexual), social support, professional activity,
or perception of one’s life as a holistic totality.
However, among the objective factors are
also distinguished such as social status,
social and living conditions, social contacts
and the clinical picture of the disease [9,10].
The aim of the study was to evaluate the
quality of life, taking into account the sexual sphere and acceptance of the disease
among young adults with multiple sclerosis,
taking into account some variables such as
age, sex, education, marital status, duration
of the disease.
Material and methods
The study included 120 people (women:
n=82; 68%, men: N=38; 32%) suffering from
multiple sclerosis, during remission, independent in everyday activities or requiring
minimum help. Age of respondents: 18 to 35
years of age (group I between 18-24 years
of age: N=18; 15%; group II between 25-29
years of age: N=35; 29%, group III between
30-35 years of age: N=67; 56%). Patients
with diagnosed other pre-existing medical
conditions or psycho-emotional disorders,
in particularly difficult situations, e.g. : the
death of a loved one, job loss, relationship
breakdown, divorce, the radical health
deterioration over the last 3 months were
excluded from the study. The vast majority
of respondents were unmarried people
(Miss/ single 49%, N=59), married were
45% (N=54); divorced 6% (N=7). Education
of respondents: 60% (N=72) of respondents
declared higher education, 28% (N=34) secondary education, 10% (N=12), vocational,
2% (N=2) of the surveyed primary education.
Duration of disease: year - 11% (N=13); 1 to
3-14% (N=16); 3 to 5 years - 29% (N=34);
from 5 to 10 years - 34% (N=40); from 10
to 15 years - 12% (N=14). The study was
conducted in Krakow on neurology wards in
hospitals: (Szpital Uniwersytecki, Wojskowy
Szpital Kliniczny, Szpital Specjalistyczny
im. J. Dietla, Oddział Neurologii Szpitala
Specjalistycznego im. L. Rydygiera) and
the Foundation for MS patients of Bl. A.
Salawa. Participation in the survey was
voluntary. The study was conducted in accordance with the Declaration of Helsinki,
the consent of the Bioethics Committee No.
12.6120.127.2015. The study used: - QuesPrzegląd Lekarski 2016 / 73 / 5

tionnaire MSQOL-54 Instrument (Multiple
Sclerosis Quality of Life) - evaluating the
quality of life in multiple sclerosis, by Vickrey
et al. [11]. Polish version and permission to
use the questionnaire was obtained from the
author. The questionnaire evaluates 14 aspects of life of the patient, which are grouped
into two areas - mental and physical health
and then the weighted average is calculated
for them in accordance with the key which
allows for an assessment of the quality of
life in these two areas. For the purposes
of this study apart from the assessment of
mental health and physical health the part
relating to sexual activity was also isolated
for statistical analysis.
- Acceptance of Illness Scale (AIS) by
Felton, Reverson & Hinrichsen adaptated
by Juczyński [12]. The sum of all points
collected by the person in question is a
measure of the acceptance of his current
state of health and is in the range of 8 to 40
points. The higher the score, the higher the
degree of acceptance of the disease.
The statistical analysis used the test:
Kruskal-Wallis test, Mann-Whitney test,
Chi2, coefficient of Spearman. Program
Statistica 7.1 was used. The level of significance was p <0.05.
Results
I. The results of the questionnaire
analysis MSQOL-54
1. Overall quality of life
The high level of quality of life was found
in 28% (N=33), ranging>80-90 points. The
highest score>90-100 points describing the
degree of quality of life received by only 4%
(N=5) patients. The lowest score achieved
by 2% (N=2) of the respondents value of
<30 points (Fig. 1). Descriptive statistics:
median (M)=70; a minimum of (min) = 5;
the maximum (Max) = 91.65; SD=15.069.
2. Assessment of the physical realm
The largest group of patients - 21%
(N=25) of patients who achieved result in the
interval > 78-80 points and the lowest scores
in the assessment of physical health was received by 2% of the research group (Fig. 2).
Descriptive statistics: M=66.03; Min=14.83;
Max=98.90; Standard deviation - 19.125.
3. Evaluation of psychiatric
The largest group of patients - 23%
(N=28) were patients who received> 80-90
points. A detailed schedule obtained by the
respondents point is represented by Fig.3.
Descriptive statistics: M=69.72; Min=3.90;
Max=97.34; Standard deviation - 17.688.
4. Evaluation of satisfaction with sex life
Distribution of the results of the evaluation of satisfaction with sex life respondents
with MS amounted to 30 points. (Lack of
satisfaction with sex life) - 13%; from 30 to
60 points (quite satisfactory sex life) - 26%
of respondents; from 60 to 90 points (satisfactory sex life) - 42% of respondents; 90
points and above (maximum satisfaction
with sex life) - 19% of respondents. No statistically significant correlation was indicated
between satisfaction with sex life and marital
status (p =0.107). However, correlation between satisfaction with sex life and the age
has been demonstrated (p=0.026) (Tab. I).
The highest median value of satisfaction
with sex life (M=78) was at the age range

18-24 years. The lowest score of sexual life
(M=50) was indicated with patients aged
30-35 years.
There has also been a significant
statistical correlation between satisfaction
with sex life and duration of the disease
(p=0.028) (Tab. II). The lowest satisfaction
with sex life (M=50) was observed in the
respondents suffering from 11 to 15 years,
the highest (M=78) in patients with disease
duration of a year. The result of Spearman
coefficient indicated the presence of significant statistical positive correlation between
acceptance of illness and satisfaction with
sex life - the degree of acceptance of the
disease increases with increasing satisfaction with sex life: Spearman r=0.271; T
(n-2)=2.857; p=0.005.
II. The results of analysis of scale AIS
The largest group of patients - 30%
(N=35) received a range of points of >35-40
on the scale AIS least points (>5-10) recorded was only 3% (N=4) of the respondents.
The higher the number of points scored, the
higher the degree of acceptance of the disease. A detailed breakdown of points scored
by the subjects are presented in Fig. 4.
III. The analysis of results between
the overall quality of life of patients and
selected variables (gender, age, marital
status, education, disease duration)
Statistical analysis using the U test
of Mann-Whitney showed no statistical
significance between the overall quality of
life and sex of the respondents (p=0.068).
However, men get a higher value of the
minimum overall quality of life (Min=22)
compared to women (Min=5). No statistical
significance (Kruskal-Wallis)were demonstrated between age and overall quality of
life of respondents (p=0.217). The lowest
minimum value (Min=5) assess the overall
quality of life occurred in the youngest group
of 18-24 years of age, but the median value
(M=79) were in this age range the highest.
Additionally, the highest minimum overall
assessment of quality of life (Min=41) was
observed in patients aged 25-29 years, in
the group between 30-35 years of age M=69; Min=21.
Also, no significant correlation (Kruskal-Wallis test) between the marital status
of respondents and the overall quality of life
(p=0.226), and education and the overall
quality of life (p=0.405). Median (M=59)
overall quality of life was the lowest in people with primary education, and the highest
(M=73) in patients with higher education.
The lowest value of quality of life (Min=5)
was observed in patients with secondary education. Statistical significance between the
overall quality of life and disease duration
was not demonstrated (p=0.881). The median values were

at a similar level, regardless
of the duration of the disease. People with
3-5 years (min=5) and 6-10 years (min=24)
received the lowest minimum points in
quality of life compared with those of other
disease duration (year 1 - 3 years old and
10 - 15 years disease duration). The analysis
shows that the median value shows a slight
downward trend with the longer duration of
the disease.
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IV. The analysis results depending on
the assessment of the realm of physical
and mental health spheres and selected
variables (gender, age, marital status,
education, disease duration).
It has been shown that there is a statistically significant relationship between the
assessment of physical health sphere and
mental health and gender - details Tab. III.
There were no statistical significance between the assessment of physical health and
disease duration (p=0.076) and between the
assessment of mental health and disease
duration (p=0.641). In contrast, there was
a statistically significant difference in the
assessment of physical health sphere depending on the level of education (Tab. IV).
V. Assessment of the relationship
between acceptance of the disease and
quality of life
Statistical analysis showed that the
overall quality of life increased with the
acceptance of the disease (AIS) r-Spearman=0.361; T (n-2)=4.138; p= 0.000. The
assessment of the relationship between acceptance of the disease and quality of life in
the mental and physical showed that a high
score on a scale of AIS correlated with an increase in the assessment of physical health:
Spearman r=0.516; T (n-2)=6.491; p=0.000
and mental health: Spearman r=0.434; T (n2)=5.179; p=0.000. The result obtained correlation coefficient of r- Spearman confirmed
a positive correlation between the mental
health and physical health (with an increase
in mental health assessment increased also
physical health assessment) - Spearman
r=0.775; T (n-2)=13.331; p=0.000.
Discussion Multiple sclerosis with
its variety of symptoms and their uneven
distribution of time leads to changes in the
quality of life of patients and difficulty in
accepting their situation. The importance
of acceptance in adapting to living with a
chronic disease is indicated by Pakenham
et al. [13] and Załuski [14]. Acceptance of
the disease is essential to keep the welfare
of not only physical, but also mental. The
results of their study support the conclusion
that the majority of patients have a high level
of acceptance of the disease, despite the
different duration of the disease, however,
the results differ from the reported ones by
other authors [15,16]. It cannot be ruled out
that the separateness of the results affect
the dependent variables or the selection of
research tools.
Respondents in the study positively
evaluated their quality of life. Unfortunately, the highest score of quality of life was
reported by a relatively small number of
respondents. It can therefore be concluded
that multiple sclerosis prevents patients get
the best quality of life, which is also indicated
by Benedict et al. [17].
In the assessment of physical health
and mental the results noted in the own
study indicated a significantly lower scores,
proving the influence of the disease on
quality of life in these spheres. Mental health
evaluation was at a higher level compared
to assessment of physical health, which is
quite obvious implication, taking into account
the volatile and unpredictable nature of the
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disease leading to increasing disability.
Similar conclusions were reached by Rimaz
et al. [18] O’Conner et al. [19] Schipper et
al. [20] Kargafard et al. [21] and Goretti et
al. [22]. while different results were obtained
by Lorencowicz et al. [23]. According to her
publication it can be concluded that as a
result of major changes in the functioning of
the physical realm there is also a change in
the psyche of a patient with MS. It is worth
emphasizing that the group studied by Lorencowicz et al. had a significantly higher
average age than the group of respondents
in our study.
Based on the analysis of the results it
can be stated that in assessing the quality
of life in both the mental and physical, women scored lower results compared to men,
as in the results of Miller et al. [24]. Miller
et al. indicated that such result might be
linked to the role of a woman, her societal
functions and having more responsibilities.
Deterioration of medical fitness in women
caused greater limitations in daily functioning, thereby lowering the assessment of the
quality of life.
In our study we evaluated the relationship between quality of life and gender, age,
marital status, education and duration of the
disease. Statistical analysis showed that the
higher the level of education and age of the
respondents, the better the result obtained
in the questionnaire MSQOL-54. However,
with the extension to the duration of the
disease, quality of life showed a declining
trend. Quite surprising was the result of
analysis between quality of life and marital
status. Persons who are married reported
the lowest quality of life compared with
those which are in informal relationships.
It cannot be ruled out that being married,
creates awareness of the risk of losing a
spouse, while persons who are not in stable
relationships do not have similar dilemmas,
and that they are better prepared to cope
alone, even in difficult situations. Of course,
this consideration is purely hypothetical
and not confirmed by research. In contrast,
different results were presented by Fernández et al. [25]. Moreover, the author also
showed that at lower values of quality of
life is influenced by education level, female
gender and younger age. Similar conclusions were presented by Tepavcevic et al.
[9]. Analyzing the results of Tepavcevic et al.
higher values in
 the evaluation of the mental
health can be noted than in the evaluation
of physical health, as well as correlating the
quality of life duration of the disease. Also,
Garcia-Martin, et al. [26] Tadic et al. [27]
Idiman et al. [28] showed that with increasing
duration of the disease itself has worsened
considerably quality of life. This relation has
also been confirmed in the analysis of own
research.
For young adults a very important factor
in achieving good quality of life is a successful sex life. Disturbances in the sexual
sphere are usually secondary to MS, but
may be an important determinant of psycho-emotional functioning. In the present
study respondents assessed satisfaction
with sex life at an average level, which may
indicate the impact of the disease on this
sphere. It was also shown that the quality

of sex life decreased with the duration of
disease and age. Similar results were presented by Kessler et al. [29] Tepavcevic et al.
[30] Dobrakowskieg et al. [31] Calabrò et al.
[ 32]. Summarizing the above considerations
on the acceptance of the disease and quality
of life for young adults with MS can cite the
results of Sistiago et al. [33], which are comparable to the results of our own research
and confirm the validity of statements that
quality of life is dependent on the degree of
acceptance of the disease. In planning the
holistic care of young patients with MS many
factors that determine satisfaction with life
should be taken into account, including and
satisfaction with sex life [34, 35].
Conclusions 1. A major factor significant and determining the quality of life of
patients with multiple sclerosis is the acceptance of the disease.
2. Satisfaction with sexual activity, in addition to age, education and duration of the
disease, a significant factor in the disease
acceptance and quality of life.
3. It seems important to deepen the
studies that take into account the aspect of
marital status as determinants of quality of
life in patients with multiple sclerosis.
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