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Summary: Aim: The aim of the study is to obtain valid data on the quality of life of women aged 18-30 years with endometriosis using the certified
questionnaire the Endometriosis Health Profile-30 (EHP-30). The Czech version of the EHP-30 was used in the study. A total of 184 women completed
the questionnaire. Mean age of the women was 26.6 years (+ 2.8 years). Materials and methods: Data were collected from 10 February 2023 to
8 October 2023 using the online platform Click4survey. Results: Summary index of the EHP-30 group was 57.0 points (+ 20.43 points). The domain of
powerlessness to control the disease had the greatest impact on women's quality of life at 66.4 points, followed by Social support at 58.4 points, then
Emotional well-being at 58.2 points. With Pain at 51.3 points, and Self-image at 50.7 points as the final domain. Results showed that perception of
pain did not increase with increasing age, and on the contrary, women in the youngest age group of 18-20 years perceived pain as the worst. The age
of women did not statistically significantly affect the final index of the questionnaire or its individual dimensions. Conclusion: Based on the analysis
and results obtained, we have obtained data on the domains of endometriosis, which can significantly contribute to a more effective understanding
of the possibility of improving the quality of life of women aged 18-30 years with endometriosis and the procedures for their treatment.
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Souhrn: Cil: Cilem studie je ziskat validni data o kvalité Zivota Zen ve véku 18-30 let s endometriézou pomoci certifikovaného dotazniku the
Endometriosis Health Profile-30 (EHP-30). Ve studii byla pouzita ¢eska verze dotazniku EHP-30. Dotaznik vyplnilo 184 zen. Primérny vék zen
byl 26,6 let (+ 2,8). Materialy a metody: Na ceskou verzi dotazniku EHP-30 jsme ziskali licenci od Oxfordské univerzity. Data byla sbirana od 10.
unora 2023 do 8. fijna 2023 pomoci online platformy Click4survey. Vysledky: Souhrnny index skupiny EHP-30 byl 57,0 bodl (+ 20,43 bodu).
Nejvice kvalitu Zivota Zen ovliviiuje doména Bezmoci kontroly nad nemoci (66,4 bod(), dale Socialni podpora (58,4 bod() a Emocionalni pohoda
(58,2 bod). K zadvére¢nym doméndm patii Bolest (51,3 bod(l) a Sebeobraz (50,7 bodu), ktery byl na poslednim misté. Z vysledk( vyplynulo, ze
vnimani bolesti se nezvysuje s pfibyvajicim vékem, naopak nejhire bolest vnimaji Zeny nejmladsi vékové kategorie 18-20 let. Vék zen statisticky
vyznamné neovlivioval vysledny index dotazniku ani jeho jednotlivé rozméry. Zavér: Na zékladé provedené analyzy a ziskanych vysledkd jsme
ziskali data o doméndach endometridzy, coz mlze vyznamné pfispét k efektivnéjsimu porozuméni moznosti zlepseni kvality Zivota Zen ve véku
18-30 let s endometridzou a postupt pii jejich terapii.

Klicova slova: Endometriosis Health Profile-30 — endometriéza - bolest - kontrola a bezmoc - socidlni podpora

Introduction

Endometriosis is a common disease that
affects 5-10% of women of reproductive
age worldwide. If we focus on the cohort

of sterile women, we find endometrio-
sis in up to 50% of cases. However, de-
spite the prevalence, diagnosis is usually
delayed by several years, misdiagnosis

often occurs and the provision of ef-
fective treatment is prolonged. Endo-
metriosis is a gynaecological disease
caused by the implantation of active
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Tab. 1. Characteristics of the
women’s group in the EHP-30 ques-
tionnaire (N = 184).

Tab. 1. Charakteristika skupiny Zen

v dotazniku EHP-30 (n = 184).

Indicator Age
N 184
Average 26.6
Median 27
Modus 29
Standard deviation 2.81
Min. 18
Max. 30

EHP-30 - the Endometriosis Health Profi-
le-30, N - number/pocet

endometrial cells outside the uterine
cavity. In most cases, endometriosis oc-
curs in the pelvic region, for example, in
the ovary, Douglas space or sacro-uter-
ine ligament. Rare cases of endometrio-
sis can occur outside the pelvis in the
peritoneum, urinary tract, gastrointesti-
nal tract, nervous system, chest, subcu-
taneous tissue and skin. A new trend in
the management of patients with endo-
metriosis is accurate non-invasive diag-
nosis of the extent of the disease using
modern imaging techniques, ultra-
sound and magnetic resonance imag-
ing (MRI) [1]. Endometriosis is now con-
sidered to be a systemic disease rather
than a disease predominantly affecting
the pelvis, affecting metabolism in the
liver and adipose tissue, leading to sys-
temic inflammation, and altering gene

Tab. 3. Summary index EHP-30.
Tab. 3. Souhrnny index EHP-30.

Tab. 2. Age distribution of women
in the EHP-30 questionnaire.
Tab. 2. Rozdéleni do vékovych kate-
gorii zen v dotazniku EHP-30.

Age categories N %
18-20 6 33
21-23 23 125
24-26 49 25.0
27-30 109 59.2
total 184 100

EHP-30 - the Endometriosis Health Profi-
le-30, N — number/pocet

expression in the brain causing sensiti-
sation to pain and mood disorders [2,3].
Endometriosis has overall detrimen-
tal effects on women's functional sta-
tus, their physical, psychological, social
and sexual well-being [4-6]. The extent
of endometriosis often does not corre-
late with subjective complaints, so in ad-
dition to the assessment of the extent
and classification of the disease (accord-
ing to the internationally accepted clas-
sification), it is appropriate to assess the
quality of life of patients. Quality of life
can be assessed and compared using
structured interviews or validated ques-
tionnaires [7]. The quality of life of part-
ners living with a woman with endome-
triosis is also known to be reduced. The
aim of our study was to obtain infor-
mation on the quality of life of women
with endometriosis aged 18-30 years
by using the Endometriosis Health Pro-
file-30 (EHP-30) questionnaire.

Control and Emotional

Materials and methods

For the use of the Czech version of the
EHP-30 questionnaire, we obtained a li-
cense from Oxford University. The ques-
tionnaire was completed by women
aged 18-30 years who had a confirmed
diagnosis of endometriosis and were
not pregnant at the time of completion
of the questionnaire or in the past. Data
were collected from 10 February 2023 to
8 October 2023 using the online plat-
form Click4survey. Prior to running the
actual EHP-30 questionnaire, respond-
ents were asked a series of questions
that classified them according to set cri-
teria. A total of 184 women who met the
entry criteria were classified for our sub-
sequent evaluation. For our subsequent
evaluation, a total of 184 women who
met the entry criteria were classified. The
questionnaires were distributed via so-
cial networks Facebook and Instagram,
through the patient organisation ENDO-
talks and the REHASPRING centre (ac-
credited by the Ministry of Health of the
Czech Republic). Through the question-
naires, we wanted to find out the com-
mon features and impact on the quality
of life of women.

Results

The EHP-30 questionnaire was com-
pleted by 184 women (Tab. 1) and the
group of women was divided into age
categories (Tab. 2). The questionnaire
was evaluated according to the guide-
lines for its evaluation (Tab. 3). The

Domains EHP-30 Pain e e el et Social support Self-image EHP-30
Average 513 66.4 58.2 58.4 50.7 57.0
Median 54.5 70.8 58.3 62.5 50.0 59.3
Modus 61 79.0 multiple 75 333 0
Standard deviation 23.30 24.28 21.88 25.72 38.12 20.43
Min. 0 0 0 0 0 0
Max. 100 100 100 100 100 97.5
EHP-30 - the Endometriosis Health Profile-30
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Tab. 4. Kruskal-Wallis test (df = 3).
Tab. 4. Kruskal-Wallis test (df = 3).

Averages . Control and Emotional Social
by age category il powerlessness well-being support
18-20 69.3 68.8 66.0 75.0
21-23 55.1 71.2 60.1 65.5
24-26 46.8 61.6 544 56.0
27-30 51.3 67.4 59.0 57.0
Total 51.3 66.4 58.2 58.4
Kruskal-Wallis test 4.671 1.106 1.447 3.800
P-value 0.198 0.776 0.695 0.284

df — degree of freedom/stupné volnosti, EHP-30 — the Endometriosis Health Profile-30

Tab. 5. Spearman's correlation coefficient significant at the significance level < 0.01.

Tab. 5. Spearmanuv korelacni koeficient signifikantni na hladiné vyznamnosti < 0,01.

Spearman's correlation

coefficient L
Control and powerlessness 0.769
Emotional well-being 0.545
Social support 0.543
Self-image 0.434
EHP-30 0.811

EHP-30 - the Endometriosis Health Profile-30

Kruskal-Wallis test for multiple inde-
pendent samples was used to obtain
the results (Tab. 4) and Spearman's cor-
relation coefficient was used to measure
the order dependence of the traits of the
variables of interest (Tab. 5).

When divided into age categories, the
age category 27-30 years was the most
represented. A quarter of women were
aged 24-26 years, more than a tenth
were aged 21-23 years and only six
women were aged 18-20 years (Tab. 2).

The aggregate EHP-30 index for all
women averaged 57.0 points with
a standard deviation of 20.43 points.
The range of summary index scores for
women was from 0 to 97.5 points (no
woman reached the maximum possi-
ble score of 100), so the best score was
0 and the worst was 97.5 points. The me-
dian, the middle value of the ordered
set by size, was 59.3 points. The modus,
the most frequent value, was 0. Thus,

Control and Emotional
powerlessness well-being
0.571
0.581 0.601
0.488 0.438
0.833 0.757

women most often had a total of 0, but
this is only because of the large range
of possible variations in the total score
(different values of the summary index
for each woman), with no other number
more numerous than 0, and yet there
were only four such women (Tab. 3).

We predicted that the Pain domain
would have the greatest impact on the
quality of life of women with endome-
triosis, but the highest mean score was
found for the Control and Powerlessness
domain at 66.4 points, less for Social
Support at 58.4 points, followed by Emo-
tional Well-being at 58.2 points, even
less for the Pain domain at 51.3 points,
and the last domain was Self-Image at
50.7 points (Tab. 3).

The above results showed that pain
does not affect the quality of life of
women with endometriosis the most.
Women rated the questions related to
the Control and Powerlessness domain

Self-image EHP-30
62.5 68.3
55.4 61.5
46.6 53.1
50.8 57.1
50.7 57.0

2.168 2.359
0.538 0.501

Szl Self-image

support

0.481

0.789 0.741

the lowest. We hypothesised that the im-
portance of pain on the quality of life of
women with endometriosis would in-
crease with increasing age. The mean
values of each dimension and index are
shown in Tab. 4. The 24-26 age category
shows the smallest average values (best
results) for all domains and the index.
On the other hand, the 18-20 age cat-
egory shows the highest average val-
ues (worst results) for almost all domains
and for the index, except for the Control
and Powerlessness domain, where the
21-23 age category has the highest av-
erage (Tab. 4).

However, according to the Kruskal-
-Wallis test, these differences between
age categories are not statistically sig-
nificantly different for any of the di-
mensions or the index. Thus, age does
not statistically significantly affect the
EHP-30 index or its individual domains.
The above results showed that the
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perception of pain does not increase
with increasing age, on the contrary, the
youngest women in the age category
18-20 years perceive pain the worst.

The values of the correlation coeffi-
cient are shown in Tab. 5. There is a very
strong positive correlation between the
EHP-30 index and each domain, strong-
est between the domains Control and
Powerlessness (0.833), and Pain (0.811),
slightly weaker with the remaining do-
mains. The domains also have a positive
correlation with each other, the highest -
and very strong - being Pain and Control
and Powerlessness (0.769). The Self-Im-
age domain has only a weaker positive
correlation with the other domains (co-
efficient values between 0.434 and
0.488). The other domains have a mod-
erately strong positive correlation with
each other (coefficient values between
0.543 and 0.601).

All these correlations are statistically
significant and are moderate to very
strong. The individual domains are sta-
tistically significantly positively cor-
related with each other and with the
EHP-30 index.

Discussion

Based on our assumptions, we expected
that the majority of women surveyed
would be between the ages of 27 and
30 due to a diagnosis of endometrio-
sis. Since the condition for inclusion of
women in the study was confirmed en-
dometriosis. This hypothesis was formu-
lated on the basis of a study by Hudelist
etal. that was conducted in Austria and
Germany, countries with similar health
systems to the Czech Republic [8]. The
results of the study show that the aver-
age time from the onset of symptoms to
confirmation of a diagnosis of endome-
triosis was 10.4 years, and 74% of women
received at least one misdiagnosis dur-
ing this time [8]. Analysis of our data con-
firmed this alternative hypothesis, show-
ing that women aged 27-30 years made
up the largest proportion of our sam-
ple (59.2%). On the contrary, younger

age groups (18-20 years, 21-23 years)
were less represented in our sample
(3.3% and 12.5%, resp.). This agreement
with our hypothesis suggests that de-
lays in the diagnosis of endometriosis
may be a common phenomenon in the
context of the Czech Republic and sim-
ilar countries with similar health sys-
tems. A study by Pala$¢akova Springrova
etal. on screening of pelvic floor muscle
function and the prevalence of dysmen-
orrhea in women in the Czech Repub-
lic showed that of the 362 women in-
cluded in the study, 53% had insufficient
information about endometriosis, were
unaware of its symptoms and conse-
guences, and dysmenorrhea, a common
symptom of endometriosis, was present
in almost half of the women, mostly nul-
liparous women (74%) [9]. In our study,
we hypothesised that pain would have
the greatest impact on the quality of
life of women with endometriosis. This
was based on a study by Facchin etal. in
which 110 patients with surgically dia-
gnosed endometriosis (78 with pelvic
pain and 32 without pain symptoms)
and 61 healthy controls completed two
psychometric tests assessing quality of
life, anxiety and depression [10]. Par-
ticipants reported the intensity of four
types of pain (dysmenorrhoea, dys-
pareunia, non-menstrual pelvic pain and
dyschezia) on a numerical scale. Patients
with endometriosis with pelvic pain had
poorer quality of life and mental health
compared to patients with asympto-
matic endometriosis and healthy con-
trols [10]. However, our study shows
that the lowest rated domain was Con-
trol and Powerlessness with an index of
66.4. Pain with an index of 51.3 was only
the 4" lowest rated domain. The results
confirm that factors associated with
feelings of control and powerlessness
have a greater impact on women's qual-
ity of life than pain itself. In their study,
Janouskova etal. assessed the qual-
ity of life of women with endometriosis
3 months before and 3 months after the
start of endometriosis treatment with

the EHP-30 questionnaire [11]. When
comparing the quality of life with the
EHP-30 questionnaire, significantly bet-
ter quality of life scores were found in
the Control and Powerlessness, Emo-
tional Well-being and Pain domains
at 3 months after treatment initiation,
and their data indicate that endome-
triosis affects several aspects of quality
of life in patients with this disease [11].
Our study also found that Social Support
(58.4) and Emotional Well-being (58.2)
also have a relatively high index. We can
speculate that lack of social support and
emotional well-being plays a significant
role in women's perceptions of quality of
life. This finding is important for design-
ing interventions and support measures
aimed at improving the quality of life of
women with endometriosis. Our results
are supported by the research of Calvi
etal. who found a negative impact of
chronic inflammatory disease endome-
triosis on social functioning and inter-
personal relationships [12]. This research
highlights the importance of providing
social support and adequate care for
women suffering from endometriosis or
similar health problems [12]. Overall, our
study shows that pain is not the only fac-
tor affecting the quality of life of women
with endometriosis. Control and power-
lessness, lack of social support and emo-
tional well-being are important factors
that should be taken into account when
designing interventions and support
measures to improve women's quality
of life. Furthermore, we expected that
women of older age would rate pain-re-
lated questions worse. This hypothesis
was based on a paper by Wang etal. sug-
gesting that recent molecular genetic
findings on endometriosis and the nor-
mal endometrium may lead to a modi-
fied model where reactive epithelial pro-
genitor or stem cells after menstruation
may be found outside the uterus [13].
Based on these findings, we hypothe-
sized that with each subsequent men-
strual period, the disease worsens and
thus the pain level. However, our analysis
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using the Kruskal-Wallis test did not con-
firm our results Tab. 4. The effect of pain
on the quality of life of women with en-
dometriosis was rated worst by women
aged 18-20 years and best by women
aged 24-26 years. This inconsistency
with our assumption suggests that there
is no direct correlation between pain
perception and age or extent of disease.
Based on these results, we suggest that
the factors influencing pain perception
and the extent of endometriosis may
be more complex than anticipated. Per-
haps age is not the only determining
factor, but other variables such as indi-
vidual pain sensitivity or the complexity
of endometriosis may play a role. These
results suggest the need for further re-
search to identify these factors and their
influence on pain perception in women
with endometriosis.

Conclusion

The results of the study are important
not only for medical practice, but also to
support education and awareness pro-
grams aimed at increasing endometrio-
sis awareness among physicians and
the public. Early diagnosis can contrib-
ute to a more controlled and effective
treatment plan, which can significantly
improve the quality of life of women af-
fected by this disease. We have tried to
emphasise the importance of collabo-
ration between different medical dis-
ciplines in providing care for patients
with endometriosis. A comprehensive
approach that includes gynaecologists,

physiotherapists, psychologists and
other specialists can significantly im-
prove the quality of care and life for
women with this diagnosis. In this study,
we investigated the impact of endome-
triosis on women'’s quality of life. One of
the main findings of this paper is that
many women with endometriosis suffer
not only from physical pain associated
with menstruation, but also from psy-
chosocial difficulties that significantly
affect their daily lives and relationships.
These findings highlight the importance
of a multidisciplinary approach to endo-
metriosis treatment, which includes not
only medical care but also psychological
support and social counselling.
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