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Summary
STUDY AIMS: This study aimed to deepen the under-
standing of endometriosis symptoms, types, and therapy
recommendations for Swiss endometriosis patients in
Swiss-certified endometriosis centres in 2022.

METHODS:In this exploratory retrospective multicentre
cohort study, data from 3538 women who had their first
consultation at a certified endometriosis centre in Switzer-
land in 2022 were analysed retrospectively. Data were col-
lected by using questionnaires that were filled out by the
patient and the physician at the first consultation, to eval-
uate parameters that included the main reason for consul-
tation, visual analogue scale (VAS) scores for pain, clinical
findings and therapy recommendations.

RESULTS: This study analysed all patients who had pro-
vided consent and were diagnosed with endometriosis (n
= 3403, 96.2%) during their first consultation at a Swiss-
certified endometriosis centre in 2022. The median age
was 33.0 years (11–66 years). Of 812 documented VAS
scores, 71.6% of the patients felt general pain, resulting in
a median VAS score for dysmenorrhoea of 8 (0–10).

After the first examination, peritoneal endometriosis (n =
1453, 54.8%) was diagnosed most often, followed by ade-
nomyosis (n = 1366, 51.5%), deep infiltrating endometrio-
sis (n = 857, 32.3%) and cystic/ovarian endometriosis (n
= 643, 24.2%). In 46.2% of the patients, more than one
working hypothesis, with regard to their condition, was
identified – in most cases, a combination of peritoneal en-
dometriosis and adenomyosis (15.6%). Endocrine therapy

was the most frequent treatment recommended (60.6%),
followed by recommendations for medical pain therapy
(57%), surgery (34.4%), complementary procedures
(23.5%), reproductive therapy (5.7%) and multimodal pain
therapy (5.6%). Analysis of correlations between symp-
toms, diagnosis and treatment recommendations showed
only a few notable findings such as correlations between
peritoneal endometriosis and hormonal-/medical treat-
ment as well as correlations between deep infiltrating en-
dometriosis and treatment recommendation for surgery.

CONCLUSION: The high VAS scores in dysmenorrhoea
underline the degree of suffering of patients with en-
dometriosis seeking consultation at a certified endometrio-
sis centre. Most patients presented multiple phenotypes
with uncorrelated symptoms and diverse as well as mul-
timodal treatment options were indicated, underlining the
complexity and individuality of the disease.

Introduction

Endometriosis is a disease in which endometrium-like tis-
sue grows outside the uterus. It is a very common disease,
affecting approximately 10% of women of reproductive
age [1]. In infertile women, the incidence of endometriosis
is 30–50% [2]. It is a chronic, progressive disease with a
high risk of recurrence [3].

In general, three forms of endometriosis are distinguished:
ovarian endometriosis (endometrioma), peritoneal lesions
and deep infiltrating endometriosis (DIE). In addition,
there is adenomyosis, a separate condition where endome-
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trial glands grow into the myometrium [4]. Endometriosis
can also occur outside the abdominal cavity and therefore
cause a wide variety of symptoms. Typical symptoms of
intra-abdominal endometriosis are dysmenorrhoea, dy-
suria, dyschezia, dyspareunia and sterility. However, a
wide variety of symptoms such as chronic pelvic pain,
chronic fatigue, diffuse visceral pain and psychosomatic
disorders can also develop [5].

Women with endometriosis symptoms are usually in
midlife, which usually is associated with work achieve-
ments, family milestones and social connections, patients
often report a severe impact of their symptoms on major
life decisions and attainment of goals [6], and show a 19%
reduction in quality of life when compared with healthy
people [7].

This is why in recent years the issue of endometriosis
has appeared on the political stage, with large awareness
campaigns and national programmes, and even the first
dedicated national programme – in France – endorsed by
President Macron in January 2022. In spring 2023, the
Swiss Council of States (Ständerat) passed a postulate
on women’s health, mentioning endometriosis explicitly
(strategy for early detection of endometriosis) [8]. Howev-
er, the motion to directly support endometriosis research
was rejected in December 2023 [9].

To ensure a scientific approach to this disease, the Stiftung
Endometriose Forschung (SEF, Endometriosis Research
Foundation) and the European Endometriosis League
(EEL) developed a certification process to allow major
hospitals to serve as certified endometriosis centres. This
system guarantees a structured setting offering high-quali-
ty care. Secondly, these structures make it possible to col-
lect standardised data in the form of a nationwide data-
bank.

The certified endometriosis centres in Switzerland united
to form a Swiss Endometriosis Database group in 2021,
under the Arbeitsgemeinschaft Gynäkologische Endskopie
(AGE, Swiss Working Group for Gynaecological En-
doscopy) to unify data collection and strengthen future
studies through expanded databases.

As 10% of women of reproductive age (12–50 years) are
considered to be affected by endometriosis, according to
the Federal Statistical Office (Bundesamt für Statistik
[BFS]), around 145,000 women in Switzerland most likely
had endometriosis in 2022 (BFS – ESPOP, n.d.). This
shows that there is indeed an overall medical/social prob-
lem that needs to be addressed urgently.

Up to now, there has only been limited knowledge about
endometriosis patients in Switzerland, their complaints and
the treatment needed for these patients. To address this
lack of fundamental knowledge, the present study aimed to
survey and analyse the endometriosis symptoms and diag-
noses of endometriosis patients in Switzerland in 2022 and
to analyse the therapies that were prescribed. The study
analysed the main reasons for seeking a first consultation
as well as the individual pain situations, the working hy-
potheses (diagnoses) that were developed and the resulting
therapy recommendations.

Materials and methods

In this exploratory, retrospective multicentre cohort study,
original data were collected prospectively as part of the
certification process for each hospital. All patients who had
their first consultation at a certified endometriosis centre
in 2022 and gave their consent were selected for the study.
The database includes data from 10 certified endometrio-
sis centres in Switzerland, all of which use Adjumed Col-
lect [11], an anonymous web-based input tool used to gath-
er medical data for the SEF/EEL certification process.

The aim of the study was to understand the symptoms and
endometriosis findings of Swiss endometriosis patients in
2022 and what therapies have been started. Therefore, the
following endpoints were analysed:

– The main reason why women came for a first consulta-
tion

– Pain situation, using visual analogue scale (VAS) scores

– Working hypotheses

– Therapy recommendations at the end of the first consul-
tation

Data were collected by questionnaires, which were filled
out by the patient (VAS scores for defined symptoms) and
the physician at each consultation (main reason for con-
sultation, working hypothesis and recommended therapy).
The questionnaires were completed before and during the
anamnesis interview using a tablet or on paper, as part of
the usual consultation.

Beyond the core data, the database contains information
about infertility and possible past endometriosis surgeries,
as well as information about the resulting working hypoth-
esis established at the first visit and the recommendations
subsequently decided upon. The women rated the severi-
ty of their symptoms during the previous four weeks using
VAS scores, from 0 (no pain) to 10 (worst possible pain).
The VAS scores were divided into five categories: pain
during period (dysmenorrhoea), non-cyclical pain, dys-
pareunia (pain during and after sexual intercourse),
dyschezia and dysuria.

The main cohort includes all women who had their first
consultation at a certified endometriosis centre in 2022 and
who were diagnosed with endometriosis at the end of the
consultation. They sought the centre’s help either on their
own initiative or via referral.

Finally, symptoms and clinical parameters (VAS scores,
main reason for consultation, working hypothesis/diagno-
sis, recommended therapy) were compared with each oth-
er.

Statistics

The statistical analysis was performed using IBM SPSS
version 25.0. Basic descriptive statistics were applied for
both patient and clinical data analyses. Comparison of the
symptoms and findings was conducted using cross tables
(Chi square) and the ANOVA test. ANOVA tests were ap-
plied to analyse nominal factors with three or more out-
come groups. Independences and continuity are given, nor-
mality and homogeneity were assumed due to the cohort,
however not tested.
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Visualisation of the findings was performed by R version
4.2.0 as well as Microsoft Excel. Results with a p-value
<0.05 were considered statistically significant.

Ethical approval

The study was reviewed and approved by the local ethics
committee of the canton of Bern (2024-01826).

Results

From a total of 3538 consultations, 3403 met the selection
criteria (figure 1).

The median patient age was 33.0 years (11–66 years) at the
time of the first consultation (figure 2).

Pain was the most cited main reason for the doctor’s visit
(n = 2281, 70.1%) followed by unclear findings from an
external physician/clinic (n = 706, 21.7%), bleeding disor-
ders (n = 143, 4.4%) and infertility (n = 125, 3.8%) (miss-
ing data in n = 148).

Of all women analysed in the context of this study, 319
(9.8%) had problems becoming pregnant for more than 12
consecutive months. In total, 854 (26.2%) women had al-
ready had one or more surgeries for endometriosis before
their first consultation at a certified centre, with a range of
one to eight surgeries. Most of the women who had un-
dergone surgery (n = 794, 93.4%) had received a histo-
logically confirmed diagnosis. From the total cohort, 619

(19.4%) patients had abdominal surgery independent of en-
dometriosis; 75 (2.4%) women had had at least three or
more previous surgeries.

During the first consultation, 812 (25.5%) women docu-
mented their pain levels electronically, using a VAS score
focusing on five aspects of endometriosis pain (pain during
period, non-cyclical pain, dyspareunia, dyschezia, dy-
suria). By the time of the data collection, documentation
of VAS scores was not mandatory and not linked to the
database for all clients, which explains the low number of
analysed VAS scores.

Around 581 (71.6%) of these women reported pain in gen-
eral, and 727 of 812 (89.5%) women rated their dysmenor-
rhoea pain with a median VAS score of 8 (0–10), followed
by non-cyclical pain with a median VAS score of 4 (0–10)
and dyspareunia with a median of 4 (0–10). Dyschezia was
rated with a median of 1 (0–10) and dysuria showed a me-
dian VAS score of 0 (0–10). The median VAS scores and
ranges of all symptom groups are presented in figure 3.

After clinical examination, 2654 (78%) patients were in-
formed of one or more working hypotheses/diagnoses for
the form of endometriosis, which was most often identified
as peritoneal endometriosis n = 1453 (54.8%), followed
by adenomyosis n = 1366 (51.5%), deep infiltrating en-
dometriosis n = 857 (32.3%) and cystic/ovarian en-
dometriosis n = 643 (24.2%). It is important to mention
that a given woman can have more than one subtype of en-
dometriosis and therefore is given more than one working

Figure 1: Patient selection chart. VAS: visual analogue scale.
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hypothesis; this was the case for 1225 (46.2%) of the pa-
tients. A combination of all four subtypes was rare (n = 70,
2.6%); the most frequent combination was peritoneal en-
dometriosis and adenomyosis (n = 414, 15.6%). The dis-
tribution of the different suspected endometriosis forms is
presented in figure 4.

Significant differences (p <0.001) when comparing the
main reason for consultation with the suspected en-
dometriosis form are presented in figure 5.

At the end of each woman’s first consultation, different
recommendations were made. Each patient was given one
or multiple recommendations for treatment. Endocrine

therapy was the most common recommendation (n = 2063,
60.6%), followed by medical pain therapy (n = 1940,
57%), surgery (n = 1170, 34.4%), complementary medical
procedures (n = 799, 23.5%), assisted reproductive therapy
(n = 195, 5.7%) and multimodal pain therapy (n = 191,
5.6%). The combinations of recommendations are present-
ed in figure 6.

For a deeper analysis of the different pain levels and types,
the VAS scores were compared with the recommended
therapies. This comparison is presented in table 1.

Next, a comparison between the working hypothesis (diag-
nosis) and the recommended therapy was made in order to

Figure 2: Patient characteristics. The graph shows the age distribution of all women who were analysed for this study.

Figure 3: The plots show the median visual analogue scale (VAS) score for five types of pain (dysmenorrhoea, non-cyclical pain, dyschezia,
dysuria and dyspareunia). Missing data: around 2676 (due to a non-mandatory data collection process).
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evaluate which endometriosis form resulted in which ther-
apy. The findings are summarised in table 2.

Discussion

In this large study, pain was by far the most frequently cit-
ed reason for a consultation at a certified endometriosis
centre in Switzerland, even though pain is only one of a
very heterogeneous array of symptoms of endometriosis
[5]. Pain is clearly the overriding problem of patients with

endometriosis. Taking a closer look at pain and the VAS
scoring as an instrument to measure this individual symp-
tom, our data show that approximately 71.5% of women
who filled in the questionnaire experience pain in general.
With a median of eight points out of a maximum of ten, the
pain reported was severe [12].

A similar score was found by Missmer et al. With a mean
score of 8.9 points on the severity scale, more than 50%
of the affected women experienced severe pain daily. Fur-
thermore, they showed that women with endometriosis de-
scribed a negative impact on their professional and edu-

Figure 4: Distribution of the different suspected endometriosis forms (working hypothesis) compared with the main reason of the first consulta-
tion. The black connections in the bottom left corner show all the various combinations of endometriosis forms that were found whereas the
coloured bars above visualise the quantity of patients, subdivided by main reason for consultation. Missing data: patients without a main rea-
son for consultation n = 148, patients without a working hypothesis n = 749, patients with a working hypothesis but without a main reason for
consultation n = 93.

Figure 5: The pie chart presents the main reason for consultation. The bars present the distribution of suspected endometriosis subtypes with-
in each group. DIE: deep infiltrating endometriosis. Missing data: patients without a main reason for consultation n = 148, patients without a
working hypothesis n = 749.
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cational achievements, their social lives, relationships and
general physical health due to their diagnosis [6].

Furthermore, according to Simoens at al., 56% of the
women in their cohort, all diagnosed with endometriosis,
live with a 19% reduction in their quality of life compared
to a healthy person, based on an average loss of 0.8 quality-
adjusted life years over the course of one year [7].

Data from the cohort attending an endometriosis centre for
pain confirm the high levels of pain that these patients are
dealing with: in 2022 alone, 2281 women experienced high
levels of pain, while at the same time dealing with social
activities, career and having a family. The negative im-

pact of endometriosis is mostly driven by endometriosis-
induced pain (Mabrouk et al., 2011), which is proven to
have a big influence during this phase of life [14]. In a re-
cently published study by Andres et al., it was shown that
women with a VAS score of over seven have a significant-
ly lower quality of life; this confirms that the high VAS
scores alone are a sign of severe impact of the disease [15].

Looking at other symptoms, it was found that non-cyclical
pain showed a rather low mean VAS score of four. This is
possibly also due to the unclear definition of non-cyclical
pain in the questionnaire (VAS scores are ideal for clear
categories such as dysmenorrhoea but more difficult to use

Figure 6: The heatmap visualises data about working hypotheses (cystic/ovarian, deep infiltrating endometriosis [DIE], peritoneal, adeno-
myosis) on the x-axis and therapy recommendations on the y-axis. The more common the specific combination, the redder the field. Missing
data: patients without a working hypothesis n = 749, patients without a therapy recommendation n = 227.

Table 1:
This table shows the mean VAS scores in relation to therapy recommendations. Missing data: patients without a therapy recommendation n = 227.

VAS dysmenorrhoea (cycli-
cal pain)

VAS non-cyclical pain VAS dyschezia VAS dysuria VAS dyspareunia

Missing data: n = 2676 Missing data: n = 2635 Missing data: n = 2678 Missing data: n = 2717 Missing data: n = 2690

Recommended therapy

n Mean (95% CI) n Mean (95%
CI)

n Mean (95%
CI)

n Mean (95%
CI)

n Mean (95%
CI)

No 443 6.10
(5.80–6.41)

481 3.91
(3.66–4.17)

448 2.44
(2.17–2.70)

420 1.28
(1.06–1.50)

440 3.78
(3.49–4.06)

Surgery

Yes 269 6.77
(6.40–7.14)

p =
0.007

274 3.91
(3.54–4.27)

p =
0.986

265 2.55
(2.17–2.92)

p =
0.622

255 1.42
(1.10–1.73)

p =
0.481

260 3.67
(3.27–4.06)

p =
0.667

No 230 6.50
(6.09–6.90)

241 3.97
(3.59–4.34)

235 2.33
(1.96–2.70)

214 1.19
(0.88–1.50)

223 3.65
(3.22–4.07)

Endocrine therapy

Yes 484 6.27
(5.98–6.57)

p =
0.389

515 3.87
(3.62–4.12)

p =
0.672

478 2.55
(2.28–2.81)

p =
0.349

461 1.40
(1.17–1.62)

p =
0.303

478 3.76
(3.48–4.04)

p =
0.649

No 683 6.41
(6.18–6.65)

727 3.91
(3.70–4.13)

682 2.49
(2.27–2.71)

649 1.32
(1.13–1.50)

673 3.77
(3.53–4.00)

Reproductive therapy

Yes 29 5.17
(3.80–6.55)

p =
0.040

27 3.52
(2.24–4.80)

p =
0.491

29 2.00
(0.98–3.02)

p =
0.377

24 1.42
(0.49–2.34)

p =
0.845

27 2.63
(1.55–3.71)

p =
0.065

No 559 6.26
(5.99–6.53)

593 3.79
(3.55–4.03)

560 2.39
(2.15–2.63)

536 1.33
(1.12–1.53)

551 3.67
(3.41–3.94)

Complementary pro-
cedures

Yes 154 6.70
(6.21–7.19)

p =
0.129

162 4.31
(3.87–4.74)

p =
0.047

152 2.78
(2.29–3.28)

p =
0.142

138 1.32
(0.90–1.73)

p =
0.973

149 3.91
(3.40–4.42)

p =
0.422

No 255 5.54
(5.13–5.95)

268 3.47
(3.13–3.82)

252 2.07
(1.73–2.41)

240 1.32
(0.99–1.65)

253 3.40
(3.00–3.80)

Medicinal pain thera-
py

Yes 457 6.79
(6.51–7.06)

p
<0.001

486 4.13
(3.87–4.39)

p =
0.003

459 2.68
(2.41–2.96)

p =
0.008

434 1.33
(1.11–1.55)

p =
0.947

446 3.90
(3.61–4.19)

p =
0.042

No 658 6.30
(6.05–6.55)

683 3.77
(3.54–3.99)

642 2.43
(2.20–2.66)

608 1.22
(1.03–1.40)

363 3.58
(3.33–3.82)

Multimodal pain thera-
py

Yes 53 7.06
(6.25–7.86)

p =
0.097

70 5.21
(4.63–5.80)

p
<0.001

68 2.96
(2.24–3.68)

p =
0.159

64 2.36
(1.63–3.09)

p
<0.001

62 5.23
(4.47–5.98)

p
<0.001

VAS: visual analogue scale.
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in pain such as chronic pain [12]). Dyschezia and dysuria
showed surprisingly low mean VAS scores, which is in line
with the results of [15], which show a mean VAS score for
dysuria of 1.2 ± 2.7. Whether this is because they occur on-
ly rarely or they are masked by general pain could not be
evaluated in this study.

The small percentage (3.8%) of women in this study whose
main reason for consultation was infertility is very low,
compared to the infertility rate in patients with endometrio-
sis described in the current literature. The 9.8% rate of un-
achieved pregnancy in the previous 12 months at the time
of consultation is also low. In the literature, around one
third of the affected women experience infertility; which is
almost twice the rate of non-affected women [5].

The low infertility rate in this study could be explained by
the way endometriosis centres are structured in Switzer-
land: infertility centres are integrated in most endometrio-
sis centres but have their own consultations. As a result, in-
fertility patients might not have been enrolled in this study
because they went directly to an infertility consultation.

Working hypotheses and forms of endometriosis

In this study, three forms of endometriosis (ovarian en-
dometriosis, peritoneal and deep infiltrating endometrio-
sis) and also adenomyosis were differentiated based on
clinical findings and imaging by an endometriosis special-
ist. It is important to note that these phenotypes are not mu-
tually exclusive.

Determining the true prevalence of endometriosis and its
phenotypes requires surgical visualisation, mostly done
through laparoscopy, which makes research in this specific
field extremely difficult [5]. Since the data analysed for
this study contain only information from the first consulta-
tion, which does not include surgery, the endometriosis di-
agnosis of the patients is in most cases just a well-founded
assumption, as only 26.6% of the included women had un-
dergone endometriosis-specific surgery previously. It is of
the utmost importance to understand that surgery, the stan-
dard diagnostic tool, is most often indicated only as a back-
up treatment option and should be deployed judiciously for
diagnostic reasons [16]. This is one of the most discussed
reasons why research on the incidence of phenotypes of
endometriosis is rare and why it is difficult to draw con-
clusions from such research. Finding a way to clinically di-

agnose endometriosis reliably is therefore more important
than ever [17].

Individual therapy and therefore assigning different symp-
toms to a certain endometriosis phenotype is a present
need and explains why, in this study, working hypotheses
have been made on the basis of clinical findings and ex-
amination after the first consultation. Only a few other
studies reported on the distribution of phenotypes, and
most of them do so in a surgical setting. Von Theobald
et al. assessed the prevalence of the different types of en-
dometriosis in France and their results were slightly differ-
ent to ours. Counting and analysing “organ-specific proce-
dures” that were assigned to a type of endometriosis, they
found that the ovarian procedure was the one most applied
(40–60%) followed by the peritoneal procedure (20–30%)
[18]. Nirgianakis et al. also analysed endometriosis re-
currency surgeries and reported the most surgical proce-
dures for ovarian endometriosis and endometriomas (n =
124/234), mentioning a detection bias at the same time.
As the ovaries and ovarian endometriomas are easiest to
detect non-surgically, through imaging via ultrasound or
magnetic resonance imaging (MRI), they are automatically
more likely to be examined and treated with surgery [19].
Another epidemiological study by Ávalos Marfil et al.
from Spain showed similar results regarding types of en-
dometriosis in a non-surgical setting. An evaluation of
the incidence rate of the different endometriosis types in
the 2014–2017 period showed again that tubo-ovarian en-
dometriosis (35.2%) was the most often observed form,
followed by uterine endometriosis (28.4%) [20]. Different
findings were shown by Chen et al., who described that
in 2008–2013 in Canada, 28.29% of patients with an en-
dometriosis diagnosis who were admitted to a hospital,
mostly for surgery, were diagnosed as having uterine en-
dometriosis, followed by ovarian endometriosis (27.44%)
[21].

All these different results do not neatly overlay with the re-
sults of the present study. This could be due to the fact that
in our study, working hypotheses but not surgically con-
firmed diagnoses were analysed, as endometriosis and its
phenotypes seems to appear in a wide variety and intensi-
ty of symptoms. Another reason might be that most of the
compared results either did not cover the same informa-
tion or were collected in a surgical setting, which creates
differences in the selection of the included patients. And
finally the patients in this study could be diagnosed with

Table 2:
The cross table shows significant correlations between the working hypotheses and recommended therapies. Missing data: patients without a working hypothesis n = 749, pa-
tients without a therapy recommendation n = 227.

Working hypothesis

Peritoneal Cystic/ovarian Deep infiltrating endometriosis Adenomyosis

Therapy recommendations

No Yes No Yes No Yes No Yes

Surgery Yes 497
(41.6%)

534
(36.8%)

p =
0.013

693 (34.5%) 338
(52.7%)

p
<0.001

657 (36.7%) 374
(43.7%)

p
<0.001

502
(39.1%)

529
(38.8%)

p =
0.856

Endocrine therapy Yes 824
(68.9%)

988
(68.0%)

p =
0.620

1375
(68.5%)

437
(68.2%)

p =
0.886

1202
(67.0%)

610
(71.4%)

p =
0.021

883
(68.8%)

929
(68.0%)

p =
0.652

Reproductive therapy Yes 71 (6.0%) 108 (7.4%) p =
0.129

105 (5.2%) 74 (11.6%) p
<0.001

102 (5.7%) 77 (9.0%) p =
0.001

85 (6.6%) 94 (6.9%) p =
0.797

Complementary procedures
Yes

261
(21.9%)

432
(29.8%)

p
<0.001

567 (28.3%) 126
(19.7%)

p
<0.001

462 (25.8%) 231
(27.1%)

p =
0.467

311
(24.3%)

382
(28.0%)

p =
0.030

Medical pain therapy Yes 818
(68.6%)

883
(60.9%)

p
<0.001

1274
(63.6%)

427
(66.7%)

p =
0.152

1105
(61.7%)

596
(70.0%)

p
<0.001

812
(63.4%)

889
(65.2%)

p =
0.338

Multimodal pain therapy Yes 65 (5.5%) 103 (7.1%) p =
0.084

152 (7.6%) 16 (2.5%) p
<0.001

124 (6.9%) 44 (5.2%) p =
0.081

78 (6.1%) 90 (6.6%) p =
0.592
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more than one endometriosis type as a working hypothesis,
whereas in all the other literature, there was just one option
retained. Therefore, these results should be viewed with a
critical eye and interpreted with caution, as they describe
only the situation as recorded in 2022 in Switzerland and
do not allow for comparison with other literature. On the
other hand, these descriptive findings are important as they
present the clinically diagnosed endometriosis forms and
they reflect the complexity of the situation, i.e. reflecting
the everyday situation of both patients and physicians, and
most importantly, presenting the endometriosis forms that
require treatment and care.

Therapy recommendations

For the patients seen at the certified centres, conservative
treatment with endocrine and medical pain therapy was
most often recommended. This is in line with the newly
updated ESHRE (European Society of Human Reproduc-
tion and Embryology) guidelines, showing that the primary
treatment should be non-invasive [16].

The Practice Committee of the American Society for Re-
productive Medicine (ASRM) also addresses the treatment
of pelvic pain associated with endometriosis. Putting dis-
ease treatment and management into focus, they discuss
endometriosis as a primarily medical disease with surgical
back-up treatment, because of its chronic characteristics
and therefore the need for a long-term management plan.
This is why patients should, as first-line therapy, be treated
medically, reserving surgery for cases that do not respond
to other treatment options [22].

In our study, 34.4% of the patients received a recommen-
dation for surgery after the first consultation. These pa-
tients had significantly higher VAS scores for cyclical pain
than the scores of those who did not receive a recommen-
dation for surgery. However, we have no data on previous
treatments; possibly many of these patients have already
undergone first-line medical treatments. Patients with sus-
pected cystic/ovarian or deep infiltrating endometriosis
were significantly more likely to receive a treatment rec-
ommendation for surgery, whereas patients with suspected
peritoneal endometriosis were less likely to receive a rec-
ommendation for surgery. However, the indication for
surgery itself cannot be based solely on a pain score or a
working hypothesis. In fact, there appear to be no clear cri-
teria for surgery. Leonardi et al. wrote in a systematic re-
view and meta-analysis that laparoscopic surgery may im-
prove overall pain levels [23], while Bafort et al. reported
in a systematic review being uncertain whether laparoscop-
ic surgery reduces overall pain in patients with minimal to
severe endometriosis [24]. Both agreed on the low to mod-
erate quality of the data analysed. The European Society of
Human Reproduction and Embryology (ESHRE) therefore
recommended – in their newest guidelines from 2022 – a
shared decision-making approach regarding the choice of
treatment [16].

It is interesting, though not surprising, to see that women
with a treatment recommendation for complementary pro-
cedures, medical pain therapy and general multimodal
therapy reported a significantly higher VAS Score for non-
cyclical pain, so-called chronic pelvic pain, than those
without such conditions. More and more often, the need
for multimodal and complementary therapies is recognised

and is identified in the treatment of endometriosis; it is
an important part of the functioning of endometriosis cen-
tres to be able to provide these options to patients. In this
cohort, a total of 876 women were recommended to have
either complementary or multimodal treatment or both.
This underlines the multimodal aspect of endometriosis pa-
tients’ needs and confirms the fact that endocrine or surgi-
cal treatment alone is not sufficient for these patients.

In reviewing the VAS scores for different symptoms that
lead to therapy recommendations, the data analysed
showed that higher dysmenorrhoea scores lead to the indi-
cation for surgery.

Every indication for surgery in endometriosis is person-
alised, balancing the burden of disease and the risks of
surgery. No clear indication is given by the pain level or
endometriosis type: it is always a multidimensional dis-
cussion made with the patient. Nonetheless, this analysis
can help recognise that patients with higher pain levels
might need more invasive treatment (surgery), just as pa-
tients with higher non-cyclical pain and multiple pain types
(dyschezia, dyspareunia) need multiple treatment ap-
proaches (medical pain therapy, multimodal pain therapy)
[25].

The same applies to the interpretation of the working hy-
pothesis and the therapy recommendations. This decision
is always multifactorial and individualised. Nevertheless,
significant findings can be discussed and analysed:

Peritoneal endometriosis leads to significantly less surgery
and to less multimodal treatment. Endocrine treatment is
not indicated significantly more often, which is surprising,
since this is usually the first indication for endocrine thera-
pies [16]. It might be due to the fact that today many young
women opt for treatments without hormones.

Ovarian endometriosis as a working hypothesis gets sig-
nificantly more reproductive treatment and surgery; how-
ever, it does not lead to multimodal and medical treatment.
This is possibly because endometriomas are well seen on
ultrasound and physicians might be more prone to need of
action. Also, medical treatment has a significant effect on
the size of endometriomas, however they still stay present
[26].

Women with deep infiltrating endometriosis seem to re-
ceive significantly more recommendations for surgery, en-
docrine and reproductive medicine as well as medical pain
treatment than those without such a working hypothesis,
meaning that more therapies all together may be needed to
manage the disease. This underlines the need for interdisci-
plinary treatment modalities, which also is the approach of
the certified centres, where different professions can con-
tribute to the establishment of a patient’s treatment [27].

Contrary to what might have been expected, patients with
suspected adenomyosis received hardly more therapy rec-
ommendations than those without adenomyosis. Only the
recommendation for complementary procedures was sig-
nificantly higher for these women.

This analysis helps in understanding indications, but it
serves primarily to illustrate the complexity of the disease.
It shows that good diagnosis of the different forms of en-
dometriosis and the identification of multiple treatment op-
tions are needed to cover the different needs of patients
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and their endometriosis forms. With the implementation of
multimodal treatment, this can be achieved.

Limitations and strengths

Although the cohort is large, there were missing data (no-
tably VAS scores) and the analysed parameters were deter-
mined primarily for centre certification and only secondar-
ily for research. A selection bias could be present, resulting
in underrepresentation of infertility patients, since they
might be primarily treated in a reproductive medicine clin-
ic outside of an endometriosis centre. Besides, all patients
with endometriosis could be treated by their general gynae-
cologist outside of the centre setting.

Also “diagnosis” was framed as a working hypothesis, not
a definitive diagnosis, which does not allow much compar-
ison between other studies.

An information bias must be expected because of the mul-
ticentre nature of the study. Therefore, general conclusions
must be made with care.

This multicentre study involved 8 of the 10 certified en-
dometriosis centres in Switzerland and is the first ever de-
scription of the endometriosis-focused epidemiological sit-
uation in Switzerland, responding to an urgent need for
better diagnosis and definition of optimal treatment. It sup-
ports diagnosis of endometriosis in a non-surgical setting,
opens possibilities for more research and enables further
exploitation of the national database.

It is replicable – and can be further refined – for subsequent
years.

Conclusion

This is the first major study leveraging and analysing data
from the Swiss Endometriosis Database. High VAS scores
in dysmenorrhoea were found: this puts a spotlight on the
suffering of patients with endometriosis seeking consulta-
tion at a certified endometriosis centre. It also emphasis-
es the urgency and need for action: awareness building, di-
agnosis and treatment at all levels. The study shows that
many women have multiple endometriosis forms and many
have multiple treatment approaches, underlining the need
for endometriosis units (private practice, clinic or centre)
that have the experience and the structural setting to ad-
dress these needs. This study provides the basis for further
research needed to analyse the effect of the different treat-
ment approaches.

Data sharing statement

We fully recognise the importance of transparency and da-
ta sharing in advancing scientific knowledge. However, in
this case, we have chosen not to share the study data pub-
licly. The data were collected from the first version of the
database beginning in 2022 in a format that does not permit
open-source publication or unrestricted analysis, primarily
due to privacy and ethical considerations. Nonetheless, to
promote openness, we will upload the study protocol to the
Open Science Framework (OSF). Researchers interested in
further details are welcome to contact us. Data access re-
quests will be evaluated individually, with careful consid-
eration of participant confidentiality and data security.
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