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Note on terminology and inclusivity in this report

Endometriosis can affect individuals of diverse gender identities who have a uterus. This report therefore
uses the terms “individuals” and “patients” rather than “women” to reflect this diversity, without denying
that endometriosis is predominantly experienced by, and clinically understood as, a condition affecting
the female reproductive system. The choice of terminology is intended to be inclusive, not to obscure the
fact that women constitute the vast majority of those affected.
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Zusammenfassung

Kernaussagen

B Endometriose ist eine chronische, gutartige Erkrankung, bei der sich gebarmutterschleimhautéhnliches Gewebe
auBerhalb der Gebarmutter ansiedelt. Schatzungsweise 10 bis 15 % der Personen im reproduktiven Alter sind
davon betroffen.

B Dieser Bericht untersucht, welche Empfehlungen internationale Leitlinien fiir Diagnostik, Behandlung und
Versorgungsorganisation geben, wie die Endometriose-Versorgung in Wien von Patient:innen und Arzt:innen
erlebt wird und inwieweit die aktuelle Praxis den Leitlinien entspricht.

B Die Ergebnisse zeigen, dass die medizinische Versorgung in Wien in zentralen Bereichen weitgehend
leitlinienkonform ist. Die durchschnittliche Diagnosedauer betragt jedoch 9,7 Jahre und bislang wurden nur
28,3 % der Patient:innen an ein zertifiziertes Zentrum liberwiesen. Herausforderungen bestehen vor allem bei der
organisatorischen Einbettung der Versorgung.

B Zentrale Empfehlungen: ein abgestufter Versorgungspfad mit klaren Zuweisungskriterien, eine friihere
Erkennung durch bessere Fortbildung in der Grundversorgung, strukturierte interdisziplindre Zusammenarbeit
sowie standardisierte Patient:inneninformation und Qualitatsmonitoring.

B Die Evidenz zur Endometriose-Versorgung, sowohl klinisch als auch organisatorisch, ist insgesamt begrenzt.

Hintergrund/Problemstellung

Endometriose ist eine chronische, gutartige Erkrankung, bei der sich gebidrmutterschleimhautihnliches
Gewebe auBerhalb der Gebarmutter ansiedelt. Sie betrifft schiatzungsweise 10-15 % aller Personen im re-
produktiven Alter. Zu den Leitsymptomen zdhlen unter anderem schmerzhafte Regelblutungen, chroni-
sche Unterbauchschmerzen, Schmerzen beim Geschlechtsverkehr und Unfruchtbarkeit. Die Symptome
sind oft unspezifisch und individuell sehr unterschiedlich. Zudem korreliert die Symptomschwere nicht
notwendigerweise mit dem Ausmaf der Erkrankung. Beides kann dazu beitragen, dass Endometriose erst
spét erkannt und eine angemessene Behandlung verzogert eingeleitet wird. Fiir Betroffene bedeutet das
oft jahrelange Schmerzen und psychische Belastung, mit entsprechenden Folgekosten fiir Gesundheits-
system und Gesellschaft.

In Osterreich geben 6,4 % der menstruierenden Personen zwischen 14 und 60 Jahren an, bereits eine
Endometriose-Diagnose erhalten zu haben. Aufgrund einer vermutlich hohen Dunkelziffer diirfte die tat-
sichliche Priavalenz jedoch hoher liegen; schiatzungsweise konnten bis zu 300.000 Personen betroffen sein.
Bis zur Diagnosestellung vergehen laut einer Erhebung von 2024 im Durchschnitt 6,6 Jahre. Eine mogli-
che Ursache fiir diese Verzogerung liegt in der Struktur der Versorgung: Wihrend der Zugang zu gynéko-
logischer Grundversorgung in Osterreich niederschwellig ist, fehlen standardisierte Zuweisungswege zu
spezialisierter Versorgung weitgehend. Osterreich verfiigt aktuell iiber 15 zertifizierte Endometriose-Zen-
tren, davon vier in Wien.

Ziel dieses Berichts war es, die Versorgung von Endometriose-Patient:innen in Wien anhand aktueller
internationaler evidenzbasierter Leitlinien zu bewerten. Der Vergleich zwischen den Leitlinienempfeh-
lungen und der bestehenden Versorgung sowie die Einbeziehung der Perspektiven von Patient:innen und
Gesundheitsdienstleister:innen ermoglichten die Identifizierung moglicher Versorgungsliicken und un-
gedeckter Bediirfnisse.

Der vorliegende Bericht geht folgenden drei Forschungsfragen nach:

m  Welche evidenzbasierten Empfehlungen zu Diagnostik und Therapie enthalten aktuelle
internationale Leitlinien, und welche Versorgungsstrukturen beschreiben sie?

m  Wie ist die aktuelle Versorgungsstruktur in Wien und welche Versorgungsdefizite und
Bediirfnisse sehen Patient:innen und Gesundheitsdienstleister:innen in der Praxis?

B Inwieweit entspricht die Wiener Versorgungspraxis den internationalen
Leitlinienempfehlungen?
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Methoden

Zur Beantwortung der Forschungsfragen wurde ein Mixed-Methods-Design gewéhlt: Die Analyse basierte
auf einer strukturierten Synopse von fiinf internationalen Leitlinien (ESHRE, NICE, RANZCOG, AWMF,
HSE) aus Europa und Australien. Zusitzlich wurden internationale Literatur zu Versorgungsmodellen so-
wie die Ergebnisse zweier anonymer Online-Befragungen unter praktizierenden Gynékolog:innen (n=49)
und Patient:innen mit Endometriose-Diagnose in Wien (n=353) beriicksichtitigt. Leitlinien wurden mit-
tels manueller Suche identifiziert und und ihre methodische Qualitit mit dem AGREE II Tool (Appraisal
of Guidelines for Research and Evaluation II) bewertet. Die Fragebogen wurden eigens fiir diesen Bericht
entwickelt, da keine geeigneten standardisierten Instrumente verfiigbar waren. Die Erhebung lief iiber
einen Zeitraum von rund drei Monaten. Die quantitativen Daten wurden deskriptiv, die qualitativen Frei-
textantworten inhaltsanalytisch ausgewertet. Anschliefend wurden die empirischen Ergebnisse den Leit-
linienempfehlungen gegentibergestellt.

Ergebnisse

Leitliniensynopse

Keine der fiinf Leitlinien erreichte in allen sechs AGREE-II-Doménen durchgehend hohe Qualitit. Vier
wurden als moderat, eine als niedrig bewertet. Stirken zeigten sich bei der Zielsetzung, der Einbindung
von Interessengruppen und der verstindlichen Darstellung. Schwicher und uneinheitlicher fielen die Be-
wertungen im Hinblick auf die Anwendbarkeit (z. B. konkrete Umsetzungshilfen) und redaktionelle Un-
abhingigkeit aus.

Trotz unterschiedlicher Bewertungssysteme und eingeschrinkter Vergleichbarkeit der Leitlinien zeigte sich
in zentralen klinischen Bereichen ein breiter Konsens, der teilweise durch eine gute Evidenzlage gestiitzt
wurde. Bei der nicht-invasiven Diagnostik und der stufenweisen Behandlung waren die Empfehlungen weit-
gehend einheitlich. Dazu zdhlen insbesondere der transvaginale Ultraschall als Bildgebung erster Wahl,
der Verzicht auf den Tumormarker CA-125 zur Diagnosestellung, die Erkenntnis, dass negative Bildbe-
funde Endometriose nicht ausschlieBen, hormonelle Erstlinientherapie bei Schmerzen sowie ein selektiver
statt eines routineméfigen Einsatzes von Laparoskopie und Chirurgie. Bei komplexeren Fragestellungen,
etwa zu Zeitpunkt und Rolle chirurgischer Eingriffe, Fertilitdtserhalt und Behandlung vor assistierter
Reproduktion, waren die Empfehlungen heterogener und die Evidenz héufig unsicherer. Eine individuali-
sierte Behandlung unter Beriicksichtigung der reproduktiven Ziele und der Priferenzen der Patient:innen
wurde durchgingig betont.

Die Empfehlungen zur Organisation der Versorgung waren deutlich weniger konkret. Zwar erkannten alle
Leitlinien Endometriose als chronische Erkrankung an, die eine koordinierte, langfristige und multidiszip-
lindre Versorgung erfordert. Konkrete Vorgaben zu Zuweisungswegen, Zustindigkeiten, Kriterien fiir Fach-
zentren, multidisziplindren Strukturen, Qualitidtssicherung, Fortbildung und Nachsorge blieben jedoch
hiufig allgemein.

Auch die zusitzliche Literatur zeigte erhebliche Unterschiede zwischen einzelnen Lindern und Versor-
gungsmodellen, insbesondere bei Versorgungsstufen, Zertifizierung und Uberweisungsregelungen. Kom-
plexe Fille wurden hédufig auch aufBerhalb ausgewiesener Fachabteilungen behandelt. Auch Patient:in-
neninformation und gemeinsame Entscheidungsfindung waren nicht durchgéngig in die Versorgungs-
pfade integriert, und es gab nur begrenzte Evidenz fiir eine strukturierte Rehabilitation.

Empirische Befunde aus Wien

Die Befragung von Patient:innen (N=53) weist auf lange und hiufig fragmentierte Diagnosewege hin. Im
Durchschnitt vergingen 9,7 Jahre bis zur Diagnose, und die meisten Befragten hatten zuvor mindestens
drei Arzt:innen konsultiert. Am hdufigsten erfolgte die Diagnose in nicht spezialisierten gyniakologischen
Praxen. Nur 28 % der Befragten wurden nach der Diagnose an ein zertifiziertes Zentrum {iberwiesen.
Viele Patient:innen berichteten zudem, mit ihren Beschwerden wiederholt nicht ausreichend ernst genom-
men worden zu sein. Die Belastung war erheblich: 90,6 % berichteten von Auswirkungen auf ihre psychi-
sche Gesundheit, und 88,7 % gaben nicht erstattete Kosten an.
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Die Befragung der Gynikolog:innen (N=49) deutete in zentralen klinischen Bereichen auf eine weitge-
hend leitlinienkonforme Versorgungspraxis hin. Demgegeniiber waren strukturierte Versorgungsprozesse
deutlich weniger etabliert: Lediglich 16,3 % der Befragten berichteten von einem formal dokumentierten
Versorgungspfad, 30,6 % von einer strukturierten interdiszipliniren Zusammenarbeit, und 18,4 % waren
an einem zertifizierten Endometriose-Zentrum tétig.

Die Ergebnisse stammen jedoch aus einer explorativen Querschnittserhebung mit vergleichsweise kleinen
Stichproben, und sind daher als Hinweise auf Versorgungsmuster und mogliche Liicken, nicht als repra-
sentative Schitzung fiir Wien, zu interpretieren.

Leitlinien-Praxis-Abgleich

Der Abgleich zeigt insgesamt ein iiberwiegend positives Bild: In zentralen klinischen Bereichen, Ultra-
schall als Bildgebung erster Wahl, hormonelle Erstlinientherapie und zuriickhaltender Einsatz von Chi-
rurgie, stimmt die Wiener Praxis weitgehend mit den Leitlinien tiberein, vor allem dort, wo diese klare
und konsistente Empfehlungen geben. Eine mogliche Diskrepanz betrifft den berichteten Einsatz von
CA-125, von dem alle fiinf Leitlinien einheitlich abraten. Allerdings erfasste die Befragung den konkreten
klinischen Anlass nicht, sodass ein Teil davon der Abkldrung auffilliger Ovarialbefunde statt der Endo-
metriose-Diagnostik selbst gelten konnte. Weitere Liicken betreffen weniger einzelne klinische Entschei-
dungen als die organisatorische Einbettung der Versorgung, insbesondere Zuweisung, spezialisierte und
interdisziplindre Versorgung sowie Information und Entscheidungsfindung. Diese Bereiche lassen sich
nur eingeschriankt als Abweichung einordnen, da die Leitlinien dazu meist allgemeine Ziele, aber keine
konkreten Standards vorgeben, ein Muster, das sich auch in der internationalen Literatur zu Versorgungs-
modellen wiederfindet. Da dieser Abgleich auf einer qualitativen Einschidtzung beruht und Empfehlungs-
stirke sowie Evidenzsicherheit nicht formal gewichtet wurden, sind die berichteten Ubereinstimmungen
und Abweichungen als Gesamttendenz und nicht als exakte Kennzahl zu verstehen.

Schlussfolgerungen und Empfehlungen

Die Wiener Endometriose-Versorgung entspricht in zentralen diagnostischen und therapeutischen Aspek-
ten weitgehend den internationalen Leitlinienempfehlungen. Gleichzeitig bestehen auch in der klinischen
Versorgung relevante Evidenzunsicherheiten und teilweise heterogene Empfehlungen. Verbesserungsbe-
darf zeigt sich vor allem auf organisatorischer Ebene, insbesondere bei den Diagnosewegen, der Anbin-
dung an spezialisierte Zentren, der strukturierten multidisziplindren Zusammenarbeit sowie im Hinblick
auf Information und Einbindung der Patient:innen in Entscheidungen. Vergleichbare Muster finden sich
auch in der internationalen Literatur. Die bestehenden Herausforderungen sind damit nicht allein ein
Problem in Wien, sondern spiegeln auch wider, dass internationale Leitlinien die organisatorische Aus-
gestaltung einer guten Endometriose-Versorgung bislang nur begrenzt konkretisieren und insbesondere
zur wirksamen Gestaltung und Umsetzung von Versorgungsmodellen noch relevante Evidenzliicken be-
stehen.

Als wichtige Ansatzpunkte fiir Verbesserungen nannten die befragten Gynikolog:innen klarere Uberwei-
sungswege, eine Starkung von Aus- und Weiterbildung sowie ausreichende spezialisierte Versorgungska-
pazititen. Insgesamt legen die Ergebnisse insbesondere einen besser abgestimmten, strukturierten Versor-
gungspfad mit klaren Zustindigkeiten sowie eine stirkere Vernetzung der beteiligten Versorgungsbereiche
nahe. Dariiber hinaus erscheinen eine frithere Diagnosestellung, eine stirkere interdisziplinire Zusam-
menarbeit sowie eine konsistentere Information, psychosoziale Unterstiitzung und Einbindung der Pati-
ent:innen als relevante Handlungsfelder. Erginzend konnten lokale Qualitéitsstandards und eine syste-
matische Evaluation der Versorgung die Umsetzung unterstiitzen.
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Summary

Key messages

B Endometriosis is a chronic, benign condition in which endometrium-like tissue settles outside the uterus.
An estimated 10 to 15% of individuals of reproductive age are affected.

B This report examines which recommendations international guidelines provide for diagnosis, treatment and the
organisation of care, how endometriosis care in Vienna is experienced by patients and doctors, and to what extent
current practice aligns with the guidelines.

B The results show that medical care in Vienna is largely guideline concordant in core areas. However, the average
diagnostic delay is 9.7 years, and to date only 28.3% of patients have been referred to a certified centre. Challenges
exist primarily in the organisational embedding of care.

B Key recommendations include a tiered care pathway with clear referral criteria, earlier recognition through
improved training in primary care, structured interdisciplinary collaboration, and standardised patient
information and quality monitoring.

B The evidence on endometriosis care, both clinical and organisational, remains limited overall.

Background/Problem statement

Endometriosis is a chronic, benign condition in which endometrium-like tissue settles outside the uterus.
It affects an estimated 10 to 15% of all individuals of reproductive age. Key symptoms include painful
periods, chronic pelvic pain, pain during intercourse, and infertility, among others. Symptoms are often
non-specific and vary considerably between individuals. In addition, symptom severity does not neces-
sarily correlate with the extent of the disease. Both factors can contribute to endometriosis being recog-
nised late and appropriate treatment being delayed. For those affected, this often means years of pain and
psychological burden, with corresponding follow-on costs for the healthcare system and society.

In Austria, 6.4% of menstruating individuals aged 14 to 60 report having already received an endometri-
osis diagnosis. Because a presumably high number of cases remain undiagnosed, the true prevalence is
likely to be higher, with an estimated up to 300,000 individuals possibly affected. According to a 2024
survey, an average of 6.6 years passes before diagnosis. One possible reason for this delay lies in the struc-
ture of care. While access to general gynaecological care in Austria is relatively straightforward, standard-
ised referral pathways to specialised care are largely lacking. Austria currently has 15 certified endome-
triosis centres, four of which are in Vienna.

The aim of this report was to assess the care of endometriosis patients in Vienna against current interna-
tional evidence-based guidelines. Comparing guideline recommendations with existing care, together with
the inclusion of the perspectives of patients and healthcare providers, made it possible to identify potential
gaps in care and unmet needs.

This report addresses the following three research questions:

m What evidence-based recommendations on diagnosis and treatment do current international
guidelines provide, and what care structures do they describe?

®  What is the current care structure in Vienna, and what care deficits and needs do patients
and healthcare providers identify in practice?

® To what extent does care practice in Vienna correspond to international guideline
recommendations?
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Methods

A mixed-methods design was used to address the research questions. The analysis was based on a struc-
tured synopsis of five international guidelines (ESHRE, NICE, RANZCOG, AWMF, HSE) from Europe
and Australia. In addition, international literature on care models and the results of two anonymous online
surveys among practising gynaecologists (n=49) and patients with an endometriosis diagnosis in Vienna
(n=53) were considered. Guidelines were identified through manual searches, and their methodological
quality was assessed using the AGREE II tool (Appraisal of Guidelines for Research and Evaluation II).
The questionnaires were developed specifically for this report, as no suitable standardised instruments
were available. Data collection took place over a period of approximately three months. Quantitative data
were analysed descriptively, and qualitative free-text responses were analysed using content analysis. The
empirical results were then compared against the guideline recommendations.

Results

Guideline synopsis

None of the five guidelines achieved consistently high quality across all six AGREE II domains. Four were
rated as moderate and one as low. Strengths were evident in scope and purpose, stakeholder involvement,
and clarity of presentation. Ratings were weaker and more inconsistent with regard to applicability, for
example concrete implementation tools, and editorial independence.

Despite differing appraisal systems and limited comparability between guidelines, a broad consensus
emerged in core clinical areas, supported by a sound evidence base. Recommendations were largely con-
sistent for non-invasive diagnosis and stepwise management. These include transvaginal ultrasound as
the first-choice imaging method, avoidance of the tumour marker CA-125 for diagnosis, recognition that
negative imaging findings do not rule out endometriosis, hormonal treatment as first-line therapy for pain,
and a selective rather than routine use of laparoscopy and surgery. For more complex issues, such as the
timing and role of surgical intervention, fertility preservation, and treatment prior to assisted reproduc-
tion, recommendations were more heterogeneous and the evidence often less certain. Individualised treat-
ment, taking into account patients’ reproductive goals and preferences, was consistently emphasised.

Recommendations on the organisation of care were considerably less concrete. Although all guidelines
recognised endometriosis as a chronic condition requiring coordinated, long-term, and multidisciplinary
care, concrete guidance on referral pathways, responsibilities, criteria for specialist centres, multidiscipli-
nary structures, quality assurance, training, and follow-up care often remained general.

The additional literature likewise showed considerable differences between countries and care models,
particularly regarding levels of care, certification, and referral arrangements. Complex cases were fre-
quently managed outside designated specialist departments. Patient information and shared decision-
making were also not consistently embedded in care pathways, and evidence for structured rehabilitation
remained limited.

Empirical findings from Vienna

The patient survey (N=>53) points to long and often fragmented diagnostic pathways. On average, 9.7 years
passed before diagnosis, and most respondents had previously consulted at least three doctors. Diagnosis
most commonly occurred in non-specialised gynaecological practices. Only 28% of respondents were re-
ferred to a certified centre following diagnosis. Many patients also reported repeatedly feeling that their
symptoms were not taken sufficiently seriously. The burden was considerable. 90.6% reported effects on
their mental health, and 88.7% reported non-reimbursed costs.

The survey of gynaecologists (N=49) indicated a largely guideline concordant practice in core clinical
areas. In contrast, structured care processes were considerably less well established. Only 16.3% of re-
spondents reported following a formally documented care pathway, 30.6% reported structured interdisci-
plinary collaboration, and 18.4% worked at a certified endometriosis centre.
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However, these results derive from an exploratory cross-sectional survey with comparatively small sam-
ples, and should therefore be interpreted as indications of care patterns and possible gaps, rather than as
a representative estimate for Vienna.

Guideline practice comparison

The comparison shows an overall predominantly positive picture. In core clinical areas, namely ultra-
sound as the first-choice imaging method, hormonal first-line therapy, and the restrained use of surgery,
practice in Vienna aligns largely with the guidelines, particularly where these provide clear and consistent
recommendations. One possible discrepancy concerns the reported use of CA-125, which all five guide-
lines uniformly advise against. However, the survey did not capture the specific clinical context of testing,
so some of this use may relate to the work-up of suspicious ovarian findings rather than endometriosis di-
agnostics itself. Further gaps concern not so much individual clinical decisions as the organisational em-
bedding of care, particularly referral, specialised and interdisciplinary care, and information and decision-
making. These areas can only be classified as deviations to a limited extent, since guidelines generally pro-
vide only broad goals rather than concrete standards in this regard, a pattern also found in the interna-
tional literature on care models. As this comparison is based on a qualitative assessment, and recommen-
dation strength and certainty of evidence were not formally weighted, the reported areas of concordance
and divergence should be understood as an overall tendency rather than as an exact metric.

Conclusions and recommendations

Endometriosis care in Vienna largely corresponds to international guideline recommendations in core
diagnostic and therapeutic aspects. At the same time, relevant evidence uncertainties and, in part, heter-
ogeneous recommendations also exist within clinical care itself. The need for improvement is evident
primarily at the organisational level, particularly with regard to diagnostic pathways, links to specialised
centres, structured multidisciplinary collaboration, and patient information and involvement in decision-
making. Comparable patterns are also found in the international literature. The existing challenges are
therefore not solely a problem specific to Vienna. They also reflect the fact that international guidelines
to date only provide limited concrete guidance on the organisational design of good endometriosis care,
and that relevant evidence gaps remain, particularly regarding the effective design and implementation of
care models.

The gynaecologists surveyed identified clearer referral pathways, strengthened education and training, and
sufficient specialised care capacity as important starting points for improvement. Overall, the results in
particular suggest a better coordinated, structured care pathway with clear responsibilities, as well as
stronger networking between the care sectors involved. In addition, earlier diagnosis, stronger interdisci-
plinary collaboration, and more consistent information, psychosocial support, and involvement of patients
appear to be relevant areas for action. Local quality standards and systematic evaluation of care could
further support implementation.
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1 Background

1.1  Endometriosis

1.1.1  Definition and Pathophysiology

Endometriosis is a chronic, benign condition characterised by the growth of
endometrium-like tissue outside the uterus. It is among the most common be-
nign conditions affecting menstruating individuals of reproductive age [1, 2].

The presence of ectopic, endometrium-like tissue most commonly affects sites
within the pelvis, including the peritoneum and ovaries, but may also arise in
extrapelvic sites throughout the body. Deep infiltrating endometriosis (DIE) is
characterised by nodular lesions that may involve the bowel, bladder, or vagina.
Scar endometriosis following surgical procedures represents a rare manifesta-
tion of the disease[l, 3]. Adenomyosis is not addressed in this report.

The pathogenesis of endometriosis is complex and multifactorial. Several path-
ways have been proposed, including retrograde menstruation, benign metas-
tasis of endometrial cells, immune dysregulation, coelomic metaplasia, hor-
monal imbalance, stem cell involvement, and epigenetic influences. Still, the
exact mechanisms underlying the development of endometriosis remain in-
completely understood [4].

Ectopic tissue responds to cyclical hormonal fluctuations and undergoes bleed-
ing concurrent with menstruation. As this blood cannot drain, it gives rise to
local inflammatory responses, adhesions, fibrosis, or cyst formation in the sur-
rounding tissue [3].

At the molecular level, the disease is characterised by a persistent inflamma-
tory peritoneal milieu, altered immune responses, and hormonal dysregula-
tion with oestrogen dominance and progesterone resistance, partly driven by
epigenetic changes. Oxidative stress and activation of intracellular signalling
pathways further promote lesion persistence, impaired apoptosis, and, partic-
ularly in ovarian involvement, progressive reduction of ovarian reserve [5].

The biological heterogeneity of endometriosis is reflected in its diverse and
variable clinical presentation.

1.1.2  Epidemiology

Overall, endometriosis is estimated to affect 10-15% of individuals of repro-
ductive age, with the true prevalence likely being underreported [6, 7]. Several
factors complicate the diagnosis, including diagnostic delay, variability in le-
sion appearance, incomplete histological verification and historical reliance
on surgical confirmation [8]. In addition, symptom normalisation, limited
awareness among both patients and healthcare providers, and the heterogene-
ous, often non-specific presentation of this “chameleon” disease may further
contribute to the underrecognition of its true burden [8, 9]. Among patients
presenting with chronic pelvic pain and/or unfulfilled desire for pregnancy,
endometriosis is identified in 35-50% of cases [7]. Furthermore, the condition
is not restricted to the reproductive years but may also manifest in adolescents
and postmenopausal individuals [7, 10].

AIHTA | 2026

gutartige chronische
Erkrankung im
reproduktiven Alter

Ektope Gebarmutter-
schleimhaut-ahnliche
Lasionen

pelvine & extrapelvine
Manifestationen

Pathogenese nicht
abschlieBend geklart

zyklische Blutung
auBerhalb der
Gebarmutter

Entziindungs-, Inmun- &

Hormonmechanismen

hohe Pravalenz
(10-15 % aller Frauen)

bei unklarer Dunkelziffer

vielfaltige Symptomatik

erschwert Diagnose



Endometriosis Care in Vienna

1.1.3  Classification and Subtypes

Classification of Endometriosis

Several classification systems are used to describe endometriosis, each address-
ing different aspects of the disease. The revised American Society for Repro-
ductive Medicine classification (rASRM) is the most widely used system and
categorises disease extent into four stages based on surgical findings, including
lesion size, location, and adhesions: stage I (minimal), stage II (mild), stage I1I
(moderate), and stage IV (severe). However, it correlates only weakly with symp-
toms such as pain or infertility and does not adequately capture DIE [11].

The #Enzian classification was developed to address this gap in capturing DIE,
offering a more detailed compartmental description of DIE to support preoper-
ative planning, though it remains more complex and less widely used. The En-
dometriosis Fertility Index (EFI) serves a different purpose, combining clin-
ical and surgical findings to calculate a score from 0 to 10 that estimates the
likelihood of spontaneous pregnancy over time following surgery. Addition-
ally, the Aymerican Association of Gynaecological Laparoscopists (AAGL) is
currently developing a new system to more comprehensively integrate clini-
cally relevant aspects. Overall, however, no single classification fully captures
all characteristics of the disease [11].

Subtypes of Endometriosis

Endometriosis can present in several subtypes, which are defined based on the
location and pathological characteristics of the lesions. An international work-
ing group consisting of the AAGL, the European Society for Gynaecological
Endoscopy (ESGE), the European Society of Human Reproduction and Em-
bryology (ESHRE) and the World Endometriosis Society (WES) proposed a
classification to describe these different manifestations. The main subtypes are
summarised in Table 1-1 below [12]:

Table 1-1: Subtypes of endometriosis adapted from International Working Group
of AAGL, ESGE, ESHRE and WES [12]

rASRM als am haufigsten
verwendetes
Klassifikationssystem

ENZIAN zur detaillierten
Erfassung von DIE;
EFI fiir Fertilitatsprognose

keine Klassifikation erfasst
die Erkrankung vollstandig

internationale
Klassifikation der Subtypen

Subtype Pathological Definition
Peritoneal/superficial endometriosis | Endometrium-like tissue deposits on the peritoneal surface.
Ovarian endometriotic cyst Endometrium-like tissue forming cysts in the ovary, containing dark blood-filled material
(endometrioma) (“chocolate cysts”).
Deep endometriosis Nodular endometrium-like lesions located on or beneath the peritoneal surface,
often with fibrosis and involvement of adjacent structures.
Bowel endometriosis Endometriosis within the bowel wall (e.g., rectosigmoid).
Bladder endometriosis Endometriosis affecting the muscle or mucosal layers of the bladder.
Extra-abdominal endometriosis Endometrium-like tissue located outside the abdominal cavity.
latrogenic endometriosis Lesions caused by the surgical transplantation of endometrial tissue.
Adhesions Fibrous bands that can form as a result of the inflammatory process associated with the disease.

Abbreviations: AAGL ... American Association of Gynaecological Laparoscopists, ESGE ... European Society of Gastrointestinal
Endoscopy, ESHRE ... European Society of Reproduction and Embryology, WES ... World Endometriosis Society
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1.1.4  C(linical Presentation

Figure 1-1: Symptoms and Comorbidities of Endometriosis (Own illustration)

Symptoms vary considerably depending on the location and extent of the le-
sions, ranging from absent or minimal complaints to severe pain or functional
impairment [3]. The severity of anatomical lesions does not always correlate
with the clinical presentation; some patients with minimal visible endometri-
osis experience severe symptoms, while others with extensive disease may have
few or no symptoms [13].

The most common symptoms include painful menstrual bleeding (dysmenor-
rhoea), chronic cyclical and/or non-cyclical pelvic pain and pain during or after
sexual intercourse (dyspareunia). Menstrual disturbances, including heavy or
irregular bleeding may occur, and infertility affects a large percentage of af-
fected individuals. Depending on disease location, patients may also experi-
ence gastrointestinal and urinary symptoms such as bloating, painful defecation
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(dyschezia), painful micturition (dysuria) and rectal bleeding or blood in urine
(haematuria). Extrapelvic involvement can manifest as cyclical scar swelling
or pain, cyclical cough, chest pain or coughing up blood (haemoptysis), cyclical
pulmonary complications (pneumothorax), and any other cyclical complaints
[14]. Fatigue is frequently reported and additionally, endometriosis may have
psychological sequelae, including depression [3]. Considered a multisystem
disorder, individuals with endometriosis have an increased likelihood of pre-
senting with comorbid chronic pain conditions such as fibromyalgia and irri-
table bowel syndrome, as well as other benign gynaecological disorders include-
ing uterine fibroids and adenomyosis. They also face a higher risk of subse-
quently developing certain malignancies, particularly ovarian cancer, in addi-
tion to autoimmune diseases, early menopause, and cerebrovascular and cardi-
ovascular disorders [13]. Figure 1-1 provides a schematic overview of the symp-
toms and comorbidities associated with endometriosis.

1.1.5  Diagnosis and Treatment

Endometriosis is often suspected based on the characteristic symptoms dis-
cussed earlier. Diagnostic assessment may include clinical evaluation, transvag-
inal ultrasound (TVUS), magnetic resonance imaging (MRI) and laparoscopy,
although laparoscopy is not always necessary to establish a diagnosis (see chap-
ter 1.1.7, for Austria-specific diagnostic and reimbursement provisions). Nor-
mal findings on diagnostic investigations do not exclude endometriosis, and
diagnosis and initiation of treatment may be based on the clinical presentation
[13,15].

Treatment of endometriosis is multifaceted, reflecting the complex nature of
the disease.

Management of endometriosis-associated pain includes both medical and sur-
gical approaches. First-line medical treatment primarily consists of hormonal
therapies (combined hormonal contraceptives, progestins, or GnRH agonists/
antagonists) aimed at suppressing ovarian hormone production, thereby reduc-
ing inflammation and pain; Non-Steroidal Anti-Inflammatory Drugs (NSAIDs)
are also commonly used, despite limited evidence of efficacy [13].

Surgical management, particularly laparoscopic excision or ablation of endo-
metriotic lesions, is generally considered in patients with severe symptoms,
deep infiltrating endometriosis, or anatomical distortion [13]. Infertility man-
agement relies primarily on surgery and assisted reproductive technology (ART),
as hormonal suppression therapies control symptoms but do not improve fer-
tility [13].

In addition to conventional medical treatment, non-pharmacological approaches
such as physiotherapy, psychological interventions, transcutaneous electrical
nerve stimulation (TENS), and dietary measures may support symptom man-
agement and quality of life. However, the evidence base for these approaches
remains limited [16-18].
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1.1.6  Impact and Disease Burden

Although endometriosis is a benign condition, its chronic course and frequent
comorbidities result in substantial medical and societal significance. The Endo-
Cost study emphasises the magnitude of endometriosis as a major health issue,
revealing that the economic burden of the disease rivals that of well-recognised
chronic disorders such as diabetes mellitus. In this large international multi-
centre analysis of 909 individuals, the mean annual total cost per patient was
estimated at €9,579 (95% CI €8,559-€10,599), with indirect costs attributable
to productivity loss (€6,298) approximately twice as high as direct healthcare
costs (€3,113) [19].

1.1.7  Endometriosis in Austria

In Austria, 6.4% of menstruating individuals aged 14 to 60 years report having
a diagnosis of endometriosis, of whom 67% are premenopausal and 28% are
peri- or postmenopausal. A further 4.4% suspect they may have the condition
without having received a diagnosis [10]. However, the actual prevalence is
likely underestimated due to the high number of unreported cases, with up to
300,000 individuals estimated to be affected [20]. Overall, data on endometri-
osis in Austria are generally very limited, with little representative data on risk
factors or the healthcare situation [21].

Furthermore, nearly one-third (31.3%) of potentially affected individuals cur-
rently have no knowledge of endometriosis as a disease entity. The average time
to diagnosis in Austria is currently 6.6 years [10].

In Vienna, endometriosis was documented as the primary diagnosis in 655 cases
and as a secondary diagnosis in 738 cases during hospital stays in 2023 [22].

Endometriosis care in Austria is characterised by relatively open access to spe-
cialist services. General practitioners do not function as gatekeepers, and pa-
tients commonly seek care directly from gynaecologists, who assume primary
responsibility for diagnosis and management [3, 23]. Care is therefore largely
provided in outpatient settings or hospital departments. In more complex cases,
referral to certified endometriosis centres may occur; however, pathways to
specialist care are not consistently structured or embedded in a standardised
referral system [3].

In Austria, the Austrian Health Insurance Fund (Osterreichische Gesundheits-
kasse (OGK)) states that the diagnosis of endometriosis should be established
by a specialist in gynaecology and obstetrics or at a specialised endometriosis
centre, with TVUS as the primary diagnostic modality and MRI as a second-
line modality; the two methods are considered equivalent. Importantly, sur-
gical confirmation by laparoscopy is not required as a prerequisite for hormo-
nal treatment in the Austrian healthcare context. The OGK explicitly recog-
nises hormonal treatment of endometriosis as a health insurance benefit and
states that, where clinically indicated, certain hormonal preparations are freely
prescribable within the Green section of the Austrian Reimbursement Code
[24].

Medical training does not formally include endometriosis as a distinct element
of gynaecology specialist education, and expertise is primarily acquired through
clinical exposure and surgical treatment in hospitals as well as in specialised
centres [25].
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According to EuroEndoCert, Austria has 15 certified endometriosis facilities,
comprising eight certified endometriosis centres (three in Vienna), four cer-
tified endometriosis clinics (none in Vienna), and three certified endometrio-
sis practices (one in Vienna) [26].
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2 Research Question and Project Aim

This report, proposed by the Frauengesundheitsbiiro der Stadt Wien (Vienna Berichtsziel:
Women’s Health Programme), aims to systematically identify and synthesise

current international guideline recommendations on the diagnosis and treat- Vergleich Leitlinien und
ment of endometriosis, consider the evidence base underlying these recommen- Versorgungspraxis in Wien
dations, and identify evidence-based interventions and care pathways appli-

cable to clinical practice. In addition, a non-representative survey among pa- Identifikation von

tients and gynaecologists in Vienna was conducted to capture the current care Versorgungsliicken und
structure, along with perceived strengths, gaps, and unmet needs in everyday Verbesserungspotenzialen

practice. Finally, the guideline-derived recommendations were systematically
compared against this cross-section of real-world care in Vienna, in order to
determine which recommendations are already implemented in practice, which
aspects of care function well, and where potential for improvement exists.

The report is structured around the following research questions:

RQIl: Which evidence-based diagnostic and therapeutic recommendations Forschungsfragen
for endometriosis are contained in current international guidelines?
How are these classified regarding the level of evidence and strength
of recommendation, which high-evidence interventions can be derived
for clinical practice, and which organisational structures and care path-
ways are recommended internationally?

RQ2: What is the current care structure in Vienna, and which gaps in care and
unmet needs do patients and healthcare providers identify in practice?

RQ3: Towhat extent does current care practice in Vienna align with interna-
tional guideline recommendations and recommendations for care path-
ways?

AIHTA | 2026 20



Endometriosis Care in Vienna

3 Methods

3.1 General Overview

A mixed-methods approach was employed to address the research questions,
combining a structured synopsis of international clinical guidelines and or-
ganisational care models for endometriosis with an empirical investigation con-
ducted in Vienna.

For RQl, a structured manual search for international guidelines and models
of endometriosis care was undertaken.

Furthermore, an additional manual search was conducted to identify literature
on existing care structures. The comparative analysis of endometriosis care
organisation in five high-income countries by Leroy et al. (2025) [27] served as
the analytical foundation for this component.

For RQ2, a cross-sectional empirical study was conducted among healthcare
providers and patients in Vienna. As part of this empirical component, surveys
were developed to explore clinical management, experiences of care and organ-
isational aspects of endometriosis care within the local healthcare setting.

For RQ3, a narrative comparative analysis was conducted by mapping find-
ings from the empirical surveys against international guideline recommenda-
tions and describing care pathway models.

The research project was pre-registered on the Open Science Framework (OSF)
platform under the registration 10.17605/0SF.I0/KF946.

3.2 PICo and Literature Identification

PICo

The following Population-Interest/Phenomenon of Interest-Context (PICo)
scheme (Table 3-1) guided the literature search and the final selection of the
literature:

Table 3-1: PICo

Mixed-Methods-Ansatz

FF1:

Manuelle Suche

nach Leitlinien &
Versorgungsmodellen

FF2:
Empirische Analyse der

Versorgungspraxis in Wien

FF3:

Narrativer Abgleich
von Evidenz &
Versorgungspraxis

PICo

of Interest) in current international clinical guidelines.

Population Individuals with a confirmed or suspected diagnosis of endometriosis
Healthcare providers (e.g. gynaecologists, general practitioners, nursing staff, therapists) in the context
of endometriosis care
Interest Current diagnostic and therapeutic practice in endometriosis care, including referral pathways, multidisciplinary

(Phenomenon | collaboration, patient information and involvement in decision-making, assessed against recommendations set out

Context The organisation and delivery of endometriosis care within the Viennese healthcare system, considered in relation
to international guideline recommendations and the wider international literature on organisational models of
endometriosis care.
Study design | Evidence-based guidelines and recommendations on care pathways combined with two cross-sectional online surveys
Countries Selected Western countries with comparable healthcare systems
Languages English, German

Abbreviations: GoR ... Grade of Recommendation, LoE ... Level of Evidence
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Identification of Guidelines

Relevant clinical guidelines were identified through a manual search
of the following databases and platforms:

B Guidelines International Network (GIN)
m  TRIP Database
B Google Scholar

No strict publication date restrictions were applied; however, emphasis was
placed on current and internationally recognised guidelines from healthcare
systems comparable to the Austrian setting.

Identification of Care Models

International care models were identified through structured manual searches
and a supplementary literature review. Consideration was given to models im-
plemented in countries with healthcare systems and organisational structures
comparable to the Austrian context.

3.3 Quality Assessment of the Guidelines

The methodological quality of the included guidelines was assessed using the
Appraisal of Guidelines for Research & Evaluation (AGREEII) instrument [28].

Assessments were conducted independently by two reviewers (LG, DG).
The tool comprises 23 items organised into six domains [28]:

B Domain 1. Scope and Purpose is concerned with the overall aim of the
guideline, the specific health questions, and the target population (items
1-3);

B Domain 2. Stakeholder Involvement focuses on the extent to which the
guideline was developed by the appropriate stakeholders and represents
the views of its intended users (items 4-6);

B Domain 3. Rigour of Development relates to the process used to gather
and synthesise the evidence, the methods to formulate the recommen-
dations, and to update them (items 7-14);

B Domain 4. Clarity of Presentation deals with the language, structure,
and format of the guideline (items 15-17);

B Domain 5. Applicability pertains to the likely barriers and facilitators
to implementation, strategies to improve uptake, and resource impli-
cations of applying the guideline (items 18-21); and

B Domain 6. Editorial Independence is concerned with the formulation
of recommendations not being unduly biased by competing interests
(items 22-23).

Each item is scored from one (strongly disagree) to seven (strongly agree), with
domain scores calculated by summing all items within the respective domain.
As the six domain scores are independent, they were not aggregated into a single
overall quality score. Quality thresholds were defined by consensus across all
six domains: guidelines scoring above 70% in all six domains were classified
as high quality; those scoring above 70% in four to five domains as moderate
quality; and those scoring above 70% in one to three domains as low quality.
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3.4 Data Extraction and Synthesis of Guidelines and Care Models

To manage the extensive landscape of endometriosis guidelines and healthcare
models, predefined extraction categories covering diagnosis, treatment, refer-
ral, care organisation, and patient-centred care were applied to ensure system-
atic and consistent data synthesis. Additional literature was used to supplement
guideline recommendations with further information on care structures, im-
plementation approaches and organisational models, as these aspects are gen-
erally only addresses to a limited extent in clinical guidelines. The complete
extraction framework is provided in the supplementary material.

Data extraction was divided into two components:

®  Guideline recommendations, including strength of recommendation
and level of evidence where available

®  Organisation and delivery of care, covering system structure, certifica-
tion of specialist centres, referral pathways and access to care, multidis-
ciplinary care, quality assurance and professional training, and patient
information and shared decision-making.

This included:

B Guideline-based recommendations pertaining to care structures
and service delivery

m Supplementary non-guideline papers on healthcare organisation
models and other relevant aspects of care delivery

Two authors (LG and DG) independently extracted data from their respective
components, with each author’s extractions subsequently verified by the other.
A third author (ER) was consulted in cases of uncertainty or ambiguity. Results
were summarised through a narrative synthesis and supplemented with tables
and figures.

As guideline developers may use different methodological frameworks and grad-
ing systems, the methods used to classify certainty of evidence and strength of
recommendations were extracted for each included guideline and assessed for
comparability. The possibility of mapping these systems to a common frame-
work for harmonisation was explored.

For the guideline synopsis, terminology was selected to reflect, as far as possi-
ble, the direction and strength of the original recommendations. More directive
wording, such as “recommend”, was used for strong or clearly directive recom-
mendations, while more cautious wording, such as “suggest” or “emphasise”,
was used for weaker, conditional, consensus-based or lower-certainty recom-
mendations. Guideline-specific details on recommendation strength and un-
derlying certainty of evidence for key recommendations are provided in the
accompanying tables.
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3.5 Empirical Studies

To comprehensively assess the current state of endometriosis care in Vienna,
including existing strengths and deficits, an empirical component was con-
ducted alongside the manual literature search. This investigation was designed
to capture both healthcare provider and patient perspectives on real-world care
provision.

For this purpose, two independent cross-sectional studies were developed and
implemented: one targeting healthcare providers and one targeting patients.
Both studies were conducted as online surveys using the platform SoSci Sur-
vey (www.soscisurvey.de). Both surveys were conducted over a period of approx-
imately three months, from early April to the end of June. The questionnaires
consisted of a combination of closed- and open-ended questions, enabling both
quantitative and qualitative analyses. Emphasis was placed on capturing ex-
periences, perceived barriers, and structural characteristics of care provision.

The study adhered to the Consolidated Criteria for Reporting Qualitative Re-
search (COREQ) guidelines [29]. Both surveys were conducted anonymously.
At no point was it possible for the research team to trace responses back to
individual participants, thereby ensuring full confidentiality and compliance
with data protection standards. Participation was entirely voluntary. Respond-
ents could discontinue the survey at any time and had the option to skip any
question they did not wish to answer.

Questionnaire Design

One of the authors developed the questionnaires, which were then reviewed,
revised, and jointly finalised with the co-authors. Due to time constraints, no
formal pretesting was conducted prior to data collection. Both questionnaires
were based on the same underlying principle and were structured into thematic
sections, capturing both the clinical standard of care (e.g., diagnostic and ther-
apeutic procedures) and individual experiences (e.g., aspects perceived to func-
tion well, as well as identified deficits and challenges). Questions were predom-
inantly multiple-choice, using both single- and multiple-response formats, and
were complemented by open-ended questions to capture individual experi-
ences as comprehensively as possible. Both questionnaires are provided in full
in the Appendix.

Healthcare Provider Survey

The cross-sectional survey addressing providers was conducted among all prac-
tising gynaecologists in Vienna with a valid email address (n=354), including
those working in group practices, individual practices, and private practice
settings. A reminder email was sent approximately six weeks after the initial
invitation to increase the response rate. Since the survey exclusively targeted
expert participants and did not collect sensitive personal data, no ethics ap-
proval was required. The questionnaire assessed key aspects of endometriosis
care, including the implementation of guideline recommendations in clinical
practice, existing care structures, perceived barriers to care provision, inter-
disciplinary collaboration, and the perceived feasibility of implementing ex-
isting guideline recommendations in the current healthcare setting.
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Patient Survey

Prior to data collection, an ethics application was submitted to the Ludwig
Boltzmann Gesellschaft and received a positive assessment; the ethics approval
document is provided in the Appendix. Participants were recruited through
multiple channels, including professional networks, patient organisations and
online platforms. A flyer containing a QR code linking to the survey was dis-
tributed to three self-help groups and to the gynaecologists contacted for the
provider survey; six physiotherapists specialising in endometriosis were also
asked to display the flyer in their waiting rooms. To lower the barrier to par-
ticipation and reach a broader audience, the questionnaire was translated into
four languages (English, Turkish, Bosnian/Croatian/Serbian, and Arabic). The
questionnaire assessed key aspects of patients’ experiences with endometrio-
sis care, including the diagnostic pathway, treatment received, out-of-pocket
costs, involvement in shared decision-making, and perceived gaps in informa-
tion and support, as well as the broader psychosocial impact of the condition
on daily life.

Data Analysis Empirical Studies

Data analysis was conducted using Microsoft Excel. Quantitative data derived
from closed-ended questions were analysed descriptively using frequency dis-
tributions and percentages. Qualitative data from open-ended responses were
analysed using qualitative content analysis following Mayring [30], including
the development of a coding framework, systematic coding of responses, and
categorisation into thematic groups. The findings are presented in aggregated
form and supplemented by illustrative quotations. The coding process was doc-
umented for each survey in a structured Excel matrix.

ethisch genehmigte
Patient:innenbefragung
mit mehrsprachigem
Zugang

quantitative &
qualitative Auswertung
der Survey-Daten

3.6 Assessment of Concordance with Guideline Recommendations

Findings from the clinician and patient surveys were compared with the guide-
line synopsis across key domains of diagnosis, treatment, referral, care organ-
isation, and patient-centred care. Clinician-reported data reflected usual clin-
ical and organisational practice, while patient-reported data provided comple-
mentary information on care received, communication, diagnostic pathways,
treatment experiences, and access to care. As the two surveys captured differ-
ent perspectives and constructs, differences between them were interpreted
cautiously and were not assumed to represent direct contradictions.

The comparison considered the overall direction, consistency, and specificity
of recommendations across the included guidelines, the degree to which the
corresponding survey item directly reflected the recommended practice or care
process, and relevant limitations in comparability or clinical context. Evidence
grading and strength of recommendation were not used to weight the concord-
ance classifications. Although these were extracted and described in the guide-
line synopsis, differences in grading systems and methodological approaches,
as well as heterogeneity in the underlying evidence supporting the recommen-
dations, limited meaningful comparison across guidelines. Concordance assess-
ments therefore focused primarily on the consistency and direction of guide-
line recommendations and their correspondence with the survey findings.

Concordance was classified into the following categories:
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®m  Fully concordant: Used where the relevant guidelines showed a clear
and consistent overall direction and the available survey findings direct-
ly and consistently reflected that direction, with little or no contradic-
tory information.

B Broadly concordant: Used where the guideline direction was sufficiently
consistent to permit comparison and the overall pattern of survey find-
ings was aligned, but some variation, incomplete uptake, uncertainty,
or limitations in comparability remained.

m  Fully discordant: Reserved for findings that clearly and consistently
contradicted a common direction across the relevant guidelines, based
on sufficiently direct survey data and with little ambiguity in interpre-
tation.

B Broadly discordant: Used where survey findings indicated a meaning-
ful departure from the prevailing guideline direction, but the departure
was not uniform, or interpretation was limited by mixed findings, in-
complete clinical context, or limitations in the survey measure.

m System-level implementation gap: Used for topics in which guidelines
expressed a consistent overarching care objective and the available sur-
vey measures were sufficiently direct to assess implementation, despite
the absence of a specific quantitative or organisational benchmark. This
classification represented an interpretation of the combined guideline
and survey findings rather than a directly observed outcome and did
not imply a causal explanation or a specific organisational solution.

®  Not assessable: Used where guideline positions were inconsistent or
insufficiently specific, or where the survey data did not directly or ad-
equately capture the relevant aspect of care.

These classifications, assigned by the authors, represented structured qualita-
tive judgements rather than predefined quantitative cut-offs. Where only one
survey addressed a topic, an assessment was made only when that survey pro-
vided sufficiently direct information, and the absence of complementary data
was noted in the interpretation.

3.7 Quality Assurance

To ensure the quality of this report, an internal review was conducted by two interne & externe
internal reviewers (CS) (IZK) and an external review by three independent ex- Begutachtung zur
pert. Reviewers were asked to evaluate the report against the following criteria: Qualitatssicherung

B technical accuracy and reliability of the evidence presented;
consideration of current research findings;

appropriateness and transparency of the methodological approach;
logical structure and internal consistency;
adherence to formal standards of scientific writing,

including accurate citation practice.

External peer review by independent scientific experts is a core element of the
Austrian Institute for Health Technology Assessment (AIHTA) quality assur-
ance framework. Responsibility for the content of this report remains with the
AIHTA.
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4  Results: Guidelines

4.1  Guideline Synopsis

41.1 Included Guidelines

We identified five guidelines that met the specified inclusion criteria for the
guideline synopsis: ESHRE [31], Royal Australian and New Zealand College
of Obstetricians and Gynaecologists (RANZCOG) [32], National Institute for
Health and Care Excellence (NICE) [33], Arbeitsgemeinschaft der Wissen-
schaftlichen Medizinischen Fachgesellschaften (AWMF, engl. Working Group
of Scientific Medical Societies) [34] and Health Service Executive (HSE) [35].
Four guidelines originate from Europe and one from Australia and were pub-
lished between 2017 and 2025. Key characteristics of the included guidelines
are summarised in Table 4-1.

4.1.2  Appraisal and Guideline Characteristics

During quality appraisal using the AGREE II instrument, domain scores were
calculated across all five included guidelines (Figure 4-1). Overall, the guide-
lines performed strongly in Domain 1 (Scope and Purpose), with all guidelines
scoring between 88.9% and 100%, and in Domain 2 (Stakeholder Involvement),
where scores ranged from 75% to 94.4%. Domain 3 (Rigour of Development)
showed variability, with scores ranging from 83.3% (NICE) t0 97.3% (ESHRE),
while AWMF and HSE performed comparatively lower in this domain, achiev-
ing less than 50%.

Domain 4 (Clarity of Presentation) was generally well addressed, with most
guidelines achieving high scores (approximately 77.8%-100%), indicating that
recommendations were clearly structured and easy to identify.

The most notable variation across guidelines was observed in Domain 5 (Ap-
plicability) and Domain 6 (Editorial Independence), where scores were overall
lower and more heterogeneous. Domain 5 scores ranged from 27.1% (AWMF)
t045.8% (NICE), indicating that applicability, including implementation tools,
resource implications, and monitoring criteria, represented a consistent weak-
ness across all included guidelines. Domain 6 (Editorial Independence) showed
similar patterns, ranging from 22.9% (RANZCOG) to 91.7% (NICE), with
RANZCOG and AWMF performing particularly poorly in this domain.

Overall, NICE demonstrated the most consistent performance across all six
domains, with five of six domains scoring above 90%. It was still classified as
moderate quality according to the predefined thresholds. RANZCOG, along
with ESHRE and HSE, also achieved moderate quality ratings, with strong
performance in scope, stakeholder involvement, and clarity, but lower scores
in applicability and editorial independence, domains that were generally weaker
across most guidelines. AWMEF showed the weakest overall performance and
was classified as low quality, with several domains scoring below 50%. No guide-
line fulfilled the criteria for high quality across all six AGREEII domains.
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Figure 4-1: Quality appraisal

All guidelines address the diagnosis and management of endometriosis across
the full care continuum, from primary care to specialist and tertiary services.
The target population consistently includes women and people with suspected
or confirmed endometriosis, encompassing adolescents, postmenopausal in-
dividuals, and, in several guidelines, transgender, non-binary, and gender-di-
verse individuals; the RANZCOG guideline gives particular attention to First
Nations people and rural/remote populations.

The evidence base draws primarily on systematic reviews and meta-analyses,
supplemented by RCTs, observational studies, and expert consensus where
higher-level evidence was unavailable. The HSE guideline was adapted from
ESHRE 2022, NICE NG73, and RANZCOG 2021. Funding arrangements var-
ied across guidelines, with development group members generally contributing
on a voluntary basis (see Table 4-1).
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Table 4-1: Characteristics of included guidelines

Institute Year Country/Region Title Target Population Evidence Base Funding Source
ESHRE 2022 multinational Endometriosis Guideline of Women with suspected or confirmed endometriosis SRs/meta-analyses (primary); Meeting/literature/publication
[31] (Europe) European Society of Human (including adolescents, postmenopausal women, and RCTs and observational studies | costs covered; GDG members unpaid
Reproduction and Embryology those with extrapelvic or asymptomatic disease) (where SRs are unavailable) (travel reimbursement only)
RANZCOG 2025 Australia Australian Living Evidence People of all ages (including adolescents from age 10) with Adapted + SR? Australian Government (Dept. of
[32] (with New Zealands Guideline: Endometriosis’ suspected or confirmed endometriosis or adenomyosis; Health & Aged Care); administered
representation) explicitly includes cisgender women, transgender, via RANZCOG (National Action Plan
non-binary and gender-diverse people, intersex people; for Endometriosis/Medical Research
special consideration of First Nations people, rural/remote Future Fund)
populations, people with disabilities, and people from
culturally and linguistically diverse backgrounds
NICE 2017 United Kingdom Endometriosis: diagnosis Women and people with suspected or confirmed SRs (primary); expert opinion NICE (publicly funded); BMJ
[33] updated and management endometriosis, including trans men, non-binary people, (where evidence unavailable) summary authors unfunded
2024 and adolescents (aged 17 and under)
AWMF 2025 Germany, Austria, Diagnostik und Therapie Women/persons with diagnosed or suspected SRs, meta-analyses, RCTs (primary); DGGG Guideline Programme
[34] Switzerland der Endometriose endometriosis, including adolescents; all age groups expert consensus (where evidence (€7,500 for literature searches,
(DACH region + from pre-menarche to postmenopause is insufficient) editorial revision, proofreading,
Czech Republic) consensus conferences);
coordinators/mandate holders
voluntary
HSE 2025 Ireland National Clinical Practical Women undergoing assessment and management SRs, RCTs, observational studies HSE/National Women and
[35] Guideline of endometriosis across primary care, general and (primary); adapted from ESHRE Infants Health Programme;
specialist gynaecology, and tertiary services in Ireland 2022, NICENG73 2017, RANZCOG no external funding reported
2021; supplemented by Medline,
EMBASE, Cochrane (to June 2023)

Abbreviation: AWMEF ...

Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group of Scientific Medical Societies); BMY ...

British Medical Journal;

DACH ... Deutschland, Osterreich, Schweiz (Germany, Austria, Switzerland); Dept ... Department; DGGG ... Deutsche Gesellschaft fiir Gyndikologie und Geburtshilfe (engl. German Society
for Gynaecology and Obstetrics); EMBASE ... .Excerpta Medica Database; ESHRE ... European Society of Human Reproduction and Embryology; GDG ... Guideline Development Group;

HSE ... Health Service Executive; NICE ... .National Institute of Health and Care Excellence; NIHR ... National Institute for Health and Care Research; RANZCOG ... Royal Australian
and New Zealand College of Obstetricians and Gynaecologists; RCT ... Randomised Controlled Trial; SR ... Systematic Review

Notes:

I RANZCOG fis the only guideline in this review developed as a living document, subject to continuous updates as new evidence emerges.

2 “Adapted” indicates that the guideline was based on existing guidelines rather than developed de novo, supplemented by additional systematic review where required.
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All five guidelines report a described evidence search, conflict of interest
(COI) management, and an editorial independence statement. Four guide-
lines (ESHRE, RANZCOG, NICE, HSE) apply GRADE or a partial GRADE
approach for rating evidence quality, while the AWMF guideline does not use
GRADE. External review and update procedures are reported across all five
guidelines.

Regarding update models, four guidelines follow a periodic update cycle, with
validity periods ranging from 2026 (ESHRE) to 2030 (AWMF). The RANZCOG

methodische
Qualitatsmerkmale
der Leitlinien

Update-Modelle &
Giiltigkeitszeitraume

guideline is maintained as a living guideline with no fixed expiry date, reflect- der Leitlinien
ing its continuous update model. NICE does not specify a fixed validity period
but conducts regular post-publication reviews to determine the need for an up-
date (see Table 4-2).
Table 4-2: Methodological characteristics of included guidelines
Evidence External Update Editorial
Update Search Review Procedure col Independence
Guideline Model Validity Described GRADE Reported Reported Reported Statement
ESHRE [31] | Periodic 2026 v Partial v v v v
RANZCOG Living No fixed expiry v v v v v v
[32] stated
NICE [33] Periodic | Not stated; regular v v v v v v
post-publication
review by NICE
AWMF [34] | Periodic March 2030 v X X v v v
HSE [35] Periodic March 2028 v Partial v v v v

Abbreviation: AWMEF ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group
of Scientific Medical Societies); COI ... Conflict of Interest; ESHRE ... European Society of Human Reproduction and
Embryology; GRADE ... Grading of Recommendations Assessment, Development and Evaluation; HSE ... Health Service
Executive; NICE ... National Institute of Health and Care Excellence; RANZCOG ... Royal Australian and New Zealand

College of Obstetricians and Gynaecologists

4.2 Guideline Recommendations

The results presented in this section are based on the five clinical guidelines
included in this review. As the source guidelines differ in scope, wording, level
of detail and evidence grading systems, direct comparison of recommendation
strength and evidence quality was limited (please refer to Methods section for
details) ESHRE and RANZCOG use GRADE-based approaches, with recom-
mendation strength and certainty of evidence reported separately (certainty
ranging from GOOQO = very low to DD D = high); NICE formulates
recommendations based on the committee’s consensus of the evidence cer-
tainty, benefits and harms, and contextual factors. AWMF is an S2k consen-
sus-based guideline; recommendations are developed and adopted through a
structured consensus process, but no schematic evidence grades or formal rec-
ommendation grades are assigned (+ to +++). HSE provides graded recom-
mendations alongside Best Practice statements (1A-1C, Best Practice). De-
tails on Guideline specific recommendation strength and evidence certainty
are provided in the Appendix.
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42.1  Diagnostic Workup

Signs and Symptoms

Core Symptoms

All five guidelines recommend considering endometriosis in individuals
presenting with one or more of the following characteristic symptoms:

® dysmenorrhea (painful periods)

m deep dyspareunia (pain during or after sexual intercourse)
® chronic pelvic pain
]

cyclical gastrointestinal symptoms, particularly dyschezia
(painful defaecation)

®m cyclical urinary symptoms, such as dysuria and haematuria
® infertility.

In all five guidelines, these symptoms serve as the primary trigger for further
diagnostic evaluations, although the underlying recommendations are largely
consensus-based and generally supported by low or very low certainty evidence.

Beyond this shared core, ESHRE and RANZCOG broaden the profile to in-
clude less common and extrapelvic features, such as cyclical respiratory symp-
toms and bowel disturbances, while NICE states that infertility in association
with one or more of these symptoms should prompt consideration of endome-
triosis.

Symptom Documentation and History-Taking

Three guidelines (ESHRE, RANZCOG, NICE) recommend that clinicians ad-
vise patients to keep a symptom or pain diary to support diagnosis and ongoing
management. AWMF recommends a structured pain history for all patients
with endometriosis and/or chronic pelvic pain. They also emphasise a broader
psychosomatic assessment, including evaluation for sexual dysfunction and
screening for anxiety and depression.

Both NICE and RANZCOG recommend enquiring about a family history of
endometriosis in first-degree relatives, with RANZCOG additionally recom-
mending inclusion of history of autoimmune disease, noting an association with
endometriosis risk.

Recommendations regarding history taking and symptom assessment are large-
ly based on expert consensus, reflecting the limited availability of high-qual-
ity evidence. The recommendations are driven by the clinical importance of
early recognition and the potential of delayed diagnosis.

Clinical Examination

All five guidelines include clinical examination as part of the diagnostic work-
up, although the level of detail varies. Most explicitly refer to abdominal and/
or pelvic examination to identify findings such as tenderness, nodularity, re-
duced organ mobility or masses, and emphasise that normal findings do not
exclude endometriosis. Recommendations are largely based on consensus or
good-practice guidance rather than higher-certainty evidence.
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Diagnostic Imaging
Transvaginal Ultrasound as First-Line Investigation

Most guidelines (RANZCOG, NICE, AWMF, HSE) recommend TVUS as the
first-line imaging modality, while ESHRE recommends imaging in general
(TVUS or MRI), without a clear preference. RANZCOG and NICE advise of-
fering TVUS regardless of examination findings, with NICE further stating
that imaging may be performed alongside empirical treatment. Where graded,
recommendations for TVUS are generally strong, although the certainty of sup-
porting evidence varies from low to moderate.

Across guidelines, utilisation of imaging is recommended to identify endome-
triomas, detect deep disease, exclude alternative diagnoses, and guide manage-
ment. All emphasise that a negative ultrasound does not exclude endometrio-
sis, particularly superficial disease, which remains poorly detected by current
imaging modalities.

ESHRE, NICE, and HSE suggest that referral and further assessment remain
appropriate even when imaging results are normal.

Where TVUS is declined or not appropriate, RANZCOG, NICE, and HSE
suggest transabdominal ultrasound (TAUS) as an alternative. RANZCOG fur-
ther specifies that pelvic MRI may be used where pelvic ultrasound is not suit-
able.

MRI

MRI is consistently positioned as a second-line diagnostic tool across all guide-
lines, particularly where DIE is suspected. ESHRE recommends MRI addi-
tionally as an option for the diagnostic workup, noting that a negative result
does not exclude disease. RANZCOG and NICE recommend MRI when deep
disease is suspected, including for assessment of disease extent and preoper-
ative planning. AWMF designates MRI as second-line when TVUS is incon-
clusive. HSE explicitly recommends against MRI as a routine first-line inves-
tigation and instead reserves its use for suspected deep disease involving the
bowel, bladder, or ureter. Overall, the direction of guidance is consistent, alt-
hough the recommendation strength and certainty of evidence vary substan-
tially.

RANZCOG, NICE, and AWMEF specify that specialist-conducted ultrasound
and pelvic MRI should be performed and interpreted by a healthcare profes-
sional with expertise in gynaecological imaging.

CTand PET-CT

CT and PET-CT play no established role in routine diagnostic assessment.
RANZCOG advises against CT as a primary investigative modality for endo-
metriosis, and HSE issues a weak recommendation against CT or PET-CT for
diagnosis. ESHRE, NICE and AWMF do not address these modalities in this
context.

Laparoscopy

All five guidelines address laparoscopy within the diagnostic pathway, gener-
ally presenting it as an option when non-invasive investigations are inconclu-
sive or when imaging findings are normal or non-diagnostic despite ongoing
symptoms. ESHRE, RANZCOG, NICE and HSE all support considering lap-
aroscopy in such situations; RANZCOG further specifies that this should gen-
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erally follow an initial trial of treatment. The direction of guidance is broadly
consistent, although the basis and strength of recommendations vary, ranging
from good practice statements or committee consensus to strong recommenda-
tions supported by moderate-quality evidence.

RANZCOG and NICE provide more detailed recommendations on laparo-
scopic assessment and documentation. RANZCOG recommends comprehen-
sive documentation of findings, including lesion site and appearance, with pho-
tographic documentation and biopsy where possible. NICE emphasises ap-
propriate laparoscopic training, systematic inspection of the entire pelvis, and
recording of both normal and abnormal findings, including intraoperative im-
aging where appropriate. Across guidelines, biopsy for histological confirma-
tion is recommended where possible, while acknowledging that negative his-
tology does not entirely exclude endometriosis.

Biomarkers and Serum CA-125

All five guidelines advise against using biomarkers to diagnose endometriosis.
Serum CA-125, in particular, is not considered sufficiently reliable for diag-
nostic use, as elevated levels (=35 IU/mL) may be compatible with endome-
triosis, but normal levels do not exclude the disease. The direction of guidance
is highly consistent and mostly strong across guidelines, and supporting ev-
idence is generally moderate to high, with lower certainty only reported by
NICE.

Classification Systems

Only AWMEF provides detailed guidance on formal classification, recommend-
ing the use of the #Enzian classification (2021) to describe imaging and intra-
operative findings. The rASRM score and AAGL classification may addition-
ally be used intraoperatively, although they note concerns regarding reproduc-
ibility and limited ability to capture pain, infertility, or predict disease progres-
sion.

NICE and RANZCOG do not emphasise formal classification, instead recom-
mending detailed documentation of disease location and appearance, with NICE
advising that treatment decisions be guided by symptoms and patient prefer-
ences rather than disease stage.

Additional Diagnostic Considerations

Renal and Urological Assessment

AWMEF is the only guideline to provide specific recommendations on urolog-
ical assessment. It recommends bilateral renal ultrasound in suspected or con-
firmed deep infiltrating, ovarian, or bowel endometriosis due to the risk of
urinary tract involvement and clinically silent hydronephrosis. They also ad-
vise appropriate differential diagnostic evaluation in cases of haematochezia.

Ovarian Reserve

AWMEF is the only guideline to address ovarian reserve as part of the pre-treat-
ment workup. It recommends measuring anti-Miillerian hormone (AMH) be-
fore deciding on a treatment strategy for ovarian endometriosis.

AIHTA | 2026

Dokumentation &
histologische Sicherung
bei Laparoskopie

leitlinieniibergreifende
Empfehlung gegen CA-125
zur Diagnose

AWMF:

#Enzian, rASRM & AAGL
Klassifikation zu
intraoperativer
Dokumentation

AWMF:
Nierensonografie bei
tiefer Endometriose

AWMF:
AMH-Bestimmung bei
ovarieller Endometriose

33



Endometriosis Care in Vienna

Psychosocial Assessment and Sexual Dysfunction

AWMF and ESHRE address psychosocial aspects of care. AWMF highlights AWMF & ESHRE:
the importance of assessing sexual dysfunction, anxiety and depression in pa- adressieren psychosoziale
tients with endometriosis. ESHRE suggests psychological support, particularly Aspekte

for patients with deep and ovarian endometriosis, while NICE and HSE more
broadly acknowledge patients psychosexual and emotional support needs with-
in care pathways. RANZCOG does not address psychosocial assessment in the
diagnostic section reviewed.

For further detail on the level of evidence and strength of recommendation for
each diagnostic work-up, please refer to Table 4-3.

Table 4-3: Diagnostic work-up: Key recommendations strength and quality of evidence across guidelines

Recommendations ESHRE [31] RANZCOG [32] NICE [33] AWMF [34] HSE [35]
Perform pelvic and/or abdominal Strong/ Good Practice Strong/ — Strong/
examination DOOO Statement Consensus only 1C
TVUS as first line imaging despite Strong/ Strong/ Strong/ +++ Strong/
normal clinical examination* SPOO SPPO moderate 1A/B
Negative imaging does not exclude Strong/ Good Practice Strong/ — Strong/
endometriosis DPpOO Statement moderate 1B
MRI as second-line/for deep disease Strong/ Good Practice Weak/ +++ Strong/

SPpOO Statement very low-moderate 1B
Do not use biomarkers/serum CA-125 Strong/ Conditional/ Strong/ +++ Strong/

DODO SI01S0) very low 1A
Consider laparoscopy if imaging GPP/n/a Strong/ Weak/ — Strong/
negative/empirical treatment fails SDDO committee consensus 1B
Psychosocial assessment/sexual Weak/ — — +++ —
dysfunction screening HOOO (statement)

Abbreviation: AWMEF ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group
of Scientific Medical Societies); CA-125 ... Cancer Antigen 125; CT ... computed tomography; ESHRE ... European Society
of Human Reproduction and Embryology; GPP ... .Good Practice Point; HSE ... Health Service Executive; NICE ... National
Institute of Health and Care Excellence; PET-CT ... positron emission tomography/computed tomography scan; RANZCOG
... Royal Australian and New Zealand College of Obstetricians and Gynaecologists; TVUS ... Trans Vaginal Ultrasound
Legend: x/x = recommendation strength/evidence certainty; GPP/Good Practice Statement = expert consensus or good practice
without formal evidence grading; — = no recommendation issued. For NICE, recommendation strength was inferred from
recommendation wording rather than from an explicit grading category

422 Treatment of Endometriosis-Associated Pain

Analgetics

NSAIDs and Simple Analgesics

All five guidelines recommend analgesics for endometriosis-associated pain,
consistently noting weak recommendations based on low- to very low-quality
evidence. ESHRE suggests NSAIDs or other analgesics alone or in combina-
tion with other treatments. RANZCOG and NICE recommend a short trial of
NSAIDs with or without paracetamol as a first step, with further options and
gynaecology referral if relief is inadequate. AWMF recommends NSAIDs for
nociceptive pain relief and HSE supports offering paracetamol, NSAIDs, and
neuromodulators to reduce pain.

Analgetika
konsistent empfohlen,
Evidenz schwach
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Opioids and Extended Analgesic Options

AWMEF provides the most detailed guidance, listing tricyclic antidepressants,
cannabis-based medicines, gabapentinoids, metamizole, paracetamol, SNRIs,
and opioids as options depending on the underlying pain mechanism, and re-
commending regular multidisciplinary review of long-term analgesic medica-
tion, involving pain medicine and psychotherapy specialists. ESHRE and NICE
do not provide specific recommendations on opioids.

Neuromodulators

RANZCOG suggests discussing the potential benefits and harms of neuromod-
ulators, noting limited evidence specific to endometriosis. NICE refers to its
separate neuropathic pain guideline without providing specific guidance here.
AWMF includes gabapentinoids and SNRIs for chronic pain depending on the
pain mechanism, while HSE includes neuromodulators within its broader an-
algesic recommendation.

Hormonal Treatment

General Principles

All guidelines recommend hormonal therapy as a treatment option for endo-
metriosis-associated pain. Choice of treatment should be individualised, con-
sidering patient preferences, side effects, efficacy, costs, availability, and re-
productive intentions.

First-Line Hormonal Treatments

Combined Hormonal Contraceptives

Combined hormonal contraceptives (CHCs) are recommended by ESHRE for
endometriosis-associated pain, including dyspareunia, dysmenorrhoea and non-
menstrual pain; continuous use may be offered for dysmenorrhoea. RANZCOG,
NICE and HSE position CHCs as first-line treatment, whereas AWMF con-
siders them second-line.

All guidelines recommend progestogens as a first-line option, although the for-
mulations and level of detail vary. ESHRE specifically includes the levonorg-
estrel-releasing intrauterine system and etonogestrel implant, while RANZCOG
covers oral, injectable, implant and intrauterine options within shared decision-
making. NICE also recommends progestogens as a hormonal treatment option.
AWMF recommends a suitable progestogen, such as dienogest, as first-line
pharmacological treatment after surgically confirmed endometriosis, and HSE
positions progestogens alongside CHCs as first-line treatment.

Overall, concordance is highest for progestogens, which are consistently posi-
tioned as first-line treatment. CHCs are also generally first-line, except in
AWMPF, where they are second-line after surgery. Recommendations are gen-
erally strong, although evidence certainty varies across grading systems.
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Second-Line Treatments

GnRH Agonists/Antagonists

GnRH agonists and/or antagonists are generally recommended as second-line
options for endometriosis-associated pain when first-line hormonal treatment
is ineffective, not tolerated, or contraindicated. NICE primarily links their use
to specialist care and short-term preoperative treatment in selected DIE cases.
Add-back therapy is consistently emphasised to reduce hypoestrogenic symp-
toms and bone loss. The strength of recommendations and certainty of evidence
vary across guidelines: recommendations for GnRH agonists are generally strong
despite low to moderate certainty of evidence, whereas recommendations for
GnRH antagonists are more heterogeneous, ranging from weak or conditional
recommendations to strong or consensus-based recommendations. AWMEF is
the notable exception, positioning oral GnRH antagonists with add-back ther-
apy more prominently, including as a first-line pharmacological option after
confirmed surgical diagnosis.

Other Treatment
Aromatase Inhibitors and SERMs

Aromatase inhibitors are addressed inconsistently across guidelines. ESHRE
recommends their use for endometriosis-associated pain that is refractory to
other medical or surgical treatments, usually in combination with other hor-
monal therapies. In contrast, RANZCOG does not recommend aromatase in-
hibitors or SERMs because of very limited supporting evidence, while NICE,
AWMPF, and HSE do not provide specific recommendations in the reviewed
sections.

Long-Term Hormonal Therapy and Perioperative Hormonal Treatment

Postoperative or long-term hormonal therapy is broadly supported across guide-
lines for patients not actively trying to conceive, particularly for symptom con-
trol and reduction of recurrence risk. Where specified, response to first-line
hormonal treatment should be reviewed after an initial trial period and adapted
if ineffective or not tolerated.

Regarding preoperative hormonal treatment, ESHRE and NICE both address
this area but reach different conclusions: ESHRE recommends against its rou-
tine use, whereas NICE recommends considering three months of GnRH ag-
onist treatment before surgery for DIE involving the bowel, bladder or ureter.

For patients with a history of endometriosis requiring menopausal hormone
therapy, HSE recommends a continuous oestrogen-progestogen regimen in
general.

Surgical Treatment

General Principles

Across all guidelines, surgery is consistently presented as one treatment option
for endometriosis-associated pain, and guidelines addressing surgical route gen-
erally favour laparoscopy over laparotomy. ESHRE, RANZCOG, and NICE
specify that patients should be informed of the potential risks, benefits, and
long-term effects on quality of life before surgery, including the possible need
for further surgery involving the bowel, bladder, or ureter.
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RANZCOG additionally notes that, with the exception of endometrioma, sur-
gery may or may not improve symptoms, and that the benefits and harms of
diagnostic versus therapeutic laparoscopy should be discussed prior to the
procedure in cases of suspected endometriosis without a confirmed diagnosis.
Overall, the direction of guidance is concordant and generally strongly support-
ive, although the grading basis varies across guidelines, ranging from good prac-
tice statements to strong recommendations supported by higher-level evidence.

Peritoneal and Superficial Endometriosis

ESHRE and HSE suggest considering excision over ablation, although these
are weak recommendations, and the certainty of supporting evidence varies.
In contrast, RANZCOG and AWMEF consider excision and ablation to be equiv-
alent in efficacy. NICE recommends considering the treatment of suitable per-
itoneal lesions during diagnostic laparoscopy without specifying a technique.
AWMF additionally recommends that complete primary treatment should be
attempted when symptomatic peritoneal endometriosis is identified and dis-
courages planned second-look laparoscopy.

Ovarian Endometrioma

For ovarian endometrioma, most guidelines favour cystectomy over drainage
and coagulation because of lower recurrence rates and reduced endometriosis-
associated pain. ESHRE and HSE additionally note that CO, laser vaporisa-
tion may be considered as an alternative to cystectomy, with ESHRE report-
ing similar long-term recurrence rates, but potentially lower early recurrence
after cystectomy. Overall, the direction of guidance is broadly concordant, with
strong recommendations from ESHRE, RANZCOG, and HSE, weaker guid-
ance in NICE, and variation in the certainty of supporting evidence. The choice
should consider fertility desire, ovarian reserve, and previous ovarian surgery.

Preservation of ovarian function is a central concern, with ESHRE recom-
mending caution to minimise ovarian damage. AWMEF states that all surgical
approaches reduce ovarian reserve and that endometrioma removal carries an
increased risk of premature ovarian insufficiency. HSE similarly recommends
caution to minimise ovarian damage and further notes that deeply infiltrating
endometriosis is commonly detected during endometrioma surgery and should
be anticipated.

Deep Infiltrating Endometriosis

Overall, guidance supports specialist-led surgery for symptomatic DIE, alt-
hough the strength of recommendations and the certainty of the evidence vary
across guidelines.

ESHRE and HSE state that surgical removal of DIE may reduce pain and im-
prove quality of life, while ESHRE also suggests referral to a centre of exper-
tise. RANZCOG recommends specialist referral for DIE involving the pelvic
side wall, bowel or bladder.

AWMF recommends that complete resection should be the goal in sympto-
matic patients when the expected benefits outweigh the surgical risks of organ
dysfunction, and that complete resection should also be aimed for in sympto-
matic rectovaginal and vaginal endometriosis when medical therapy provides
insufficient relief.
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Hysterectomy/Oophorectomy

All five guidelines address hysterectomy, with or without oophorectomy, as an
option for patients who do not wish to conceive and whose symptoms persist
despite conservative treatment. The direction of guidance is broadly consistent,
but recommendation strength and certainty of evidence vary, with several state-
ments based on low or very low certainty evidence or good practice guidance.
ESHRE, RANZCOG, NICE, and HSE emphasise counselling on potential ben-
efits and risks, including that hysterectomy may not fully resolve symptoms
and that bilateral oophorectomy may lead to early menopause and possible need
for menopausal hormone therapy. Where specified, total rather than subtotal
hysterectomy is preferred, and visible endometriotic lesions should be exer-
cised at the time of hysterectomy. NICE and RANZCOG additionally state that
hysterectomy combined with endometriosis treatment should be performed
laparoscopically unless contraindicated.

Complementary therapeutic interventions

Complementary therapeutic interventions are addressed unevenly across guide-
lines, with specific guidance identified only for selected interventions. Over-
all, recommendations are largely based on consensus guidance or very low-
certainty evidence. As formal evidence grading was rarely available or appli-
cable across these topics, the quality of evidence is not reported separately in
the following subsections. ESHRE and HSE state that no specific complemen-
tary interventions can be recommended to reduce pain or improve quality of
life, but that these strategies may be discussed to support wellbeing.

Physiotherapy

RANZCOG suggests pelvic physiotherapy for pelvic pain and pain during sex.
AWMF recommends physiotherapy tailored to individual symptoms and states
that progressive muscle relaxation and lower abdominal self-massage may be
considered for menstrual pain.

Psychological Interventions

RANZCOG suggests mindfulness classes, psychological interventions, and
counselling for small improvements in pelvic pain and quality of life. AWMF
recommends psychotherapy, particularly CBT and mindfulness-based inter-
ventions, for high symptom burden, its integration into multimodal treatment
for chronic pain, and interdisciplinary multimodal pain therapy when a chronic
pain disorder is present.

Acupuncture

RANZCOG suggests acupuncture for short-term pain and quality of life im-
provements, noting limited evidence for other CAM therapies. AWMEF sug-
gests approximately eight sessions as an adjunct for pelvic pain/menstrual
symptoms. NICE does not address acupuncture specifically but recommends
against the use of Chinese Medicine for treating endometriosis due to lack of
supporting evidence.

Diets and Nutrition

RANZCOG suggests discussing a FODMAP diet and supplements (fish oil,
vitamin D), noting that the evidence is limited. AWMF recommends a healthy
diet rich in vitamins and fibre, advising against specific diets without a clear
indication.
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TENS and Electrostimulation

AWMEF states TENS and vaginal electrostimulation may be considered for
chronic pain.

Osteopathy, Exercise, and Other Physical Approaches

AWMEF states osteopathic treatment may be considered and recommends reg-
ular physical exercise, aerobic training, yoga, or stretching, for menstrual pain
relief.

Medicinal Cannabis

RANZCOG recommends openly discussing medicinal and non-prescribed can-
nabis given its common use, but makes no specific recommendation due to lim-
ited evidence, and notes relevant prescribing regulations. AWMF includes can-
nabis-based medicines in its analgesic options for chronic pain by mechanism.

Sexual Dysfunction

AWMF recommends offering psychosexual counselling or therapy when sexual
dysfunction is present.

For further detail on the level of evidence and strength of recommendation for
each treatment, please refer to Table 4-4.

Table 4-4: Key recommendation strength and quality of evidence across guidelines

weitere Zusatztherapien
vereinzelt genannt,
Evidenz begrenzt

Recommendations ESHRE [31] RANZCOG [32] NICE [33] AWMF [34] HSE [35]

Analgesics/NSAIDs (alone or in Weak/ Conditional/ Strong/Very low, +++ Weak/

combination with other treatments) DOOO eOOO (expert (recommendation) 2B

(Very low) consensus)

Combined hormonal contraceptives Strong/ Conditional/ Strong/Moderate Second-line Strong/

(first-line) DPOO 100 (after surgery) 1A

Progestogens (first-line) Strong/ Conditional/ Strong/Moderate +++ Strong/
DPOO P00 (recommendation) 1A

GnRH agonists (second-line) Strong/ Conditional/ — ++ Best practice
SPpOO DPPO (recommendation)

GnRH antagonists Weak/ Conditional/ — +++ Best practice
DPPO DPO0O (recommendation)

Add-back therapy with GnRH GPP Strong/ — +++ Best practice

analogues DPPO (recommendation)

Aromatase inhibitors (refractory pain) Strong/ Not recommended/ — — —
DDDO S 00)

Surgery as one of the options for pain Strong/ Good Practice Strong/low +++ Strong/
SPOO Statement (recommendation) 1A

Laparoscopic approach — Good Practice Strong/low +++ —

(not laparotomy) Statement (recommendation)

Cystectomy preferred over drainage Strong/ Strong/ Weak/low +++ 1B

and coagulation for endometrioma DPOO SPHPO (statement)

Minimise ovarian damage Strong/ Good Practice — +++ Best practice

during endometrioma surgery HOOO Statement (statement)

Surgery for DIE: Weak/ Good Practice — +++ Strong/

aim for complete resection HPOO Statement (recommendation) 1B

Total hysterectomy + GPP Good Practice Strong/low +++ Best practice

excision of all visible lesions; Statement (recommendation) (total hyst.)

perform laparoscopically (lesion excision)

Physical therapies: — Conditional/ — +++ (physiotherapy) —

pelvic physiotherapy, exercise DPpOO ++ (others)

osteopathy, TENS/electrostimulation, (physiotherapy only)
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Recommendations ESHRE [31] RANZCOG [32] NICE [33] AWMF [34] HSE [35]
Acupuncture — Conditional/ — ++ —
limited evidence for other CAM SPOO (recommendation)

Healthy diets and nutritional — Conditional/ — +++ —
supplements pOOO (recommendation)
Psychological interventions — Conditional/ — +++/4++ (psych.) —
counselling; multimodal pain therapy SDOO +++ (multimodal

for chronic pain; psychosexual (psych. interventions) + sexual dysfunction)
counselling for sexual dysfunction

Chinese medicine/herbal supplements: — — Strong — —
not supported by evidence (no evidence)

Abbreviation: AWMEF ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group
of Scientific Medical Societies); CAM ... Complementary and alternative medicine; DIE ... deep infiltrating endometriosis;
ESHRE ... European Society of Human Reproduction and Embryology; GnRH ... Gonadotropin-releasing hormone;

GPP ... Good Practice Point; HSE ... Health Service Executive; NICE ... National Institute of Health and Care Excellence;
NSAID:s ... Non-steroidal anti-inflammatory drugs; RANZCOG ... Royal Australian and New Zealand College of
Obstetricians and Gynaecologists; TENS ... Transcutaneous electrical nerve stimulation

Legend: x/x = recommendation strength/evidence certainty; GPP/Good Practice Statement = expert consensus or good practice
without formal evidence grading; — = no recommendation issued. For NICE, recommendation strength was inferred from
recommendation wording rather than from an explicit grading category

423  Treatment of Endometriosis-Associated Infertility

Medical Treatment

Overall, treatment recommendations are broadly aligned in direction, but dif-
fer substantially in scope, recommendation strength and underlying certainty
of evidence across guidelines.

Hormonal Suppression:

ESHRE, RANZCOG, and HSE recommend against hormonal suppression to Hormonsuppression zur
improve fertility in individuals trying to conceive. Whilst they are concordant Fertilitatsverbesserung
in direction, both the certainty of evidence and the strength of recommendation nicht empfohlen

vary, ranging from low to high and from conditional to strong, respectively.

In addition, two guidelines address postoperative hormonal treatment in those postoperative

not immediately seeking pregnancy. ESHRE makes a weak recommendation, Hormontherapie

based on low evidence quality, that hormone therapy may be offered after sur- bei aufgeschobenem
gery, as it improves pain outcomes without negatively impacting fertility. In Kinderwunsch vereinzelt
contrast, RANZCOG issues a strong recommendation, based on moderate ev- unterstiitzt

idence quality to the same effect, noting reductions in pain and recurrence.

Fertility Counselling, Preservation, and Reproductive Medicine

AWMTPF provides the most explicit guidance on fertility counselling and preser- AWMF:
vation, recommending consideration of ovarian function and age in treatment Fertilitatsberatung &
decisions. It advises reproductive counselling, including discussion of poten- -erhalt detailliert adressiert

tially reduced fertility, the effect of age, and oocyte/embryo cryopreservation,
with fertility preservation offered based on individual benefit-risk assessment.
Other guidelines address fertility-related factors mainly in the context of treat-
ment planning or surgical decision-making rather than as separate recommen-
dations on fertility preservation.
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Surgical Treatments

General Principles

ESHRE, RANZCOG, and HSE emphasise individualised fertility-related sur- OP-Entscheidung bei
gical decision-making, considering age, ovarian reserve, infertility duration, Kinderwunsch individuell
pain symptoms, previous surgery, patient preferences, and other infertility fac- abwigen

tors. ESHRE additionally refers to the Endometriosis Fertility Index, while
RANZCOG highlights multidisciplinary involvement, including fertility ex-
pertise. NICE does not provide an equivalent overarching statement in this
context, but addresses fertility wishes, ovarian reserve, and fertility-related risks
within specific surgical recommendations. AWMF addresses fertility counsel-
ling and preservation separately, as outlined above. These recommendations are
consensus- or best-practice-based rather than supported by graded evidence.

Peritoneal Endometriosis

ESHRE, RANZCOG, NICE and HSE support operative laparoscopy with ex- Stadium I/l

cision or ablation, with or without adhesiolysis, for stage I/II disease, as it may operative Laparoskopie
improve ongoing or spontaneous pregnancy rates. RANZCOG additionally zur Fertilitat erwdgen
suggests considering tubal patency testing at the same time. AWMF provides

no specific recommendation. Overall, while guidelines are concordant in di-

rection, the certainty of evidence and strength of recommendation vary, rang-

ing from very low to moderate certainty and from conditional/weak to strong

recommendations.

Ovarian Endometrioma

Guidelines addressing endometrioma-related infertility generally support an Endometriom & Infertilitat:
individualised surgical approach, but recommendations are heterogeneous individualisierte

in strength, scope, emphasis, and certainty of evidence, ranging from weak to chirurgische

strong recommendations and from very low to high-certainty evidence where Entscheidungsfindung

reported. ESHRE gives a weak recommendation that operative laparoscopy
may be considered to increase the chance of natural pregnancy, although com-
parative data is lacking. NICE recommends laparoscopic cystectomy or drain-
age and ablation, noting that both may improve spontaneous pregnancy rates
and that ablation may better preserve ovarian reserve. AWMF mainly high-
lights ovarian reserve assessment and fertility-preserving counselling before
surgery. HSE emphasises individualised decision-making based on ovarian re-
serve, previous surgery, symptoms, other fertility investigations, and planned
fertility treatment, and advises against routine surgery before ART unless clin-
ically indicated.

Deep Infiltrating Endometriosis

For patients with DIE who wish to conceive, ESHRE, RANZCOG, NICE, and tiefe Endometriose:

HSE consistently recommend discussing the benefits and risks of laparoscopic OP-Nutzen fiir Fertilitat
surgery with patients, while noting the absence of clear evidence for improved unklar

fertility outcomes. NICE specifies that discussion should cover the possible

impact of DIE on pregnancy outcomes, whether surgery may alter the chance OP bei Kinderwunsch
of future pregnancy, the potential impact of surgical complications on fertil- patient:iinnenzentriert
ity, and available alternatives. HSE recommends operative laparoscopy as an abwégen

option for symptomatic patients guided by pain symptoms and patient prefer-
ences. AWMPF does not provide a specific recommendation on this topic. Over-
all, the recommendations are consistent in emphasising shared decision-mak-
ing rather than fertility benefit, with low to moderate evidence certainty, where
reported and recommendation strength ranging from conditional to strong.
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Complementary therapeutic interventions

AWMEF is the only guideline to address psychotherapeutic interventions in
the context of fertility. It reccommends CBT or mindfulness-based approaches,
for patients with unfulfilled desire for children or undergoing fertility treat-
ment, and routinely when infertility causes significant psychological distress.

AWMF:
begleitende
Psychotherapie bei
Belastungen durch

. . . Kinderwunsch
For further detail on the level of evidence and strength of recommendation for

infertility, please refer to Table 4-5.

Table 4-5: Key recommendation strength and quality of evidence across guidelines

Recommendations ESHRE [31] RANZCOG [32] NICE [33] AWMF [34] HSE [35]
Do not use hormonal suppression to improve Strong/ Conditional/ — Strong
fertility HDOO HDOO 1A
Post-op hormonal therapy if not immediately Weak/ Strong/ — — —
seeking pregnancy SDOO SPDO
Individual patient factors guide surgical GPP GPS — — Best practice
decision-making (age, ovarian reserve, (incl. EFI) (MDT + fertility
duration of infertility, pain, previoussurgery, specialist)
fertility investigations, EFI)
Operative laparoscopy/excision or ablation Weak/ Conditional/ Strong/Very low — Strong/
for stage I-1l endometriosis and infertility PPOO DPOO (excision/ablation 1A

+ adhesiolysis)
Operative laparoscopy for Weak/ — Strong/very low +++ Strong/
endometrioma-related infertility DOOO (statement:) 1A
Discuss laparoscopic surgery for DIE: Weak/ Conditional/ Strong/very low — Weak/
benefits and risks for fertility. HOOO DPOO 2B

Abbreviation: AWMEF ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group of
Scientific Medical Societies); DIE ... deep infiltrating endometriosis; EFI ... Endometriosis Fertility Index; ESHRE ... European
Society of Human Reproduction and Embryology; GPP ... Good Practice Point; GPS ... Good Practice Statement,

HSE ... Health Service Executive; incl ... inclusive; MDT ... multidisciplinary team; NICE ... National Institute of Health
and Care Excellence; RANZCOG ... Royal Australian and New Zealand College of Obstetricians and Gynaecologists
Legend: x/x = recommendation strength/evidence certainty; GPP/Good Practice Statement = expert consensus or good practice
without formal evidence grading; — = no recommendation issued. For NICE, recommendation strength was inferred from
recommendation wording rather than from an explicit grading category

424  Recurrence of Endometriosis

Prevention of Recurrence

Postoperative hormonal suppression is recommended across guidelines for pa-
tients not immediately seeking conception, primarily to reduce symptom and
endometrioma recurrence. Recommended options include CHCs, progesto-
gens, LNG-IUS and, in some guidelines, GnRH agonists; ESHRE and AWMF
place greater emphasis on longer-term treatment, while RANZCOG specifies
at least 6-12 months after surgery. For recurrent pain, ESHRE allows either
hormonal treatment or surgery, RANZCOG advises caution before repeat lap-
aroscopy, and AWMEF favours medical treatment over reoperation unless com-
pelling surgical indications are present. Overall, guidance is consistent on re-
currence prevention, while recommendations for treatment of recurrent symp-
toms are more heterogeneous and generally supported by weaker or consensus-
based evidence.

Hormonsuppression
leitlinieniibergreifend
zur Rezidivprophylaxe
empfohlen

For further detail on the level of evidence and strength of recommendation for
recurrence, please refer to Table 4-6.
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Table 4-6: Key recommendation strength and quality of evidence across guidelines

Recommendations ESHRE [31] | RANZCOG [32] NICE [33] AWMF [34] HSE [35]
Post-op hormonal therapy for Strong/ Strong/ Weak/ ++ Strong/
recurrence prevention (not HOOO PPHPO Very low — moderate (recommendation) 1A
seeking pregnancy)

Choice of agent: — Strong/ Weak/ ++ —
COC, progestogen, DDHPO low to moderate (recommendation)

or GnRH agonist post-surgery (CHC noted; GnRH antagonist TAs)

Abbreviation: AWMEF ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group
of Scientific Medical Societies); CHC ... Combined hormonal contraceptive; COC ... Combined oral contraceptive;
ESHRE ... European Society of Human Reproduction and Embryology; GnRH ... Gonadotropin-releasing hormone;

HSE ... Health Service Executive; NICE ... National Institute of Health and Care Excellence; RANZCOG ... Royal
Australian and New Zealand College of Obstetricians and Gynaecologists; TA ... Treatment alternatives

Legend: x/x = recommendation strength/evidence certainty; GPP/Good Practice Statement = expert consensus or good practice
without formal evidence grading; — = no recommendation issued. For NICE, recommendation strength was inferred from
recommendation wording rather than from an explicit grading category

42,5 Management of Asymptomatic Endometriosis

Asymptomatic endometriosis is addressed only by ESHRE, RANZCOG and asymptomatische
AWMF; NICE and HSE provide no specific recommendations. ESHRE rec- Endometriose nur

ommends counselling on incidental findings and advises against routine sur- vereinzelt adressier

gical or medical treatment, while ultrasound monitoring may be considered.

RANZCOG recommends counselling on the low likelihood of progression with keine Routinebehandlung
individualised follow-up, and AWMF advises against treatment of asympto- bei Zufallsbefunden

matic rectovaginal/vaginal or bowel endometriosis in the absence of relevant
sequelae or fertility-related indications. Recommendation strength is generally
strong or consensus-based, although certainty of evidence is low. NICE and
HSE do not provide recommendations for the management of asymptomatic
endometriosis

For further detail on the level of evidence and strength of recommendation for
the management of asymptomatic endometriosis, please refer to Table 4-7.

Table 4-7: Management of Asymptomatic Endometriosis:
Key recommendation strength and quality of evidence across guidelines

Recommendations ESHRE [31] RANZCOG [32] NICE [33] AWMF [34] HSE [35]
No routine surgery for Strong/ — — ++ —
asymptomatic endometriosis HOOO (recommendation)

No medical treatment for Strong/ — — — —
asymptomatic endometriosis 000

Abbreviation: AWMEF ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group
of Scientific Medical Societies); ESHRE ... European Society of Human Reproduction and Embryology; HSE ... Health
Service Executive; NICE ... National Institute of Health and Care Excellence; RANZCOG ... Royal Australian and

New Zealand College of Obstetricians and Gynaecologists

Legend: x/x = recommendation strength/evidence certainty; GPP/Good Practice Statement = expert consensus or good practice
without formal evidence grading; — = no recommendation issued. For NICE, recommendation strength was inferred from
recommendation wording rather than from an explicit grading category
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42.6 Follow-up Care and Rehabilitation

NICE gives a weak recommendation for considering outpatient follow-up for Nachsorge & Rehabilitation
patients with confirmed endometriosis, particularly those with DIE involving nur vereinzelt adressiert
the bowel, bladder, or ureter, one or more endometriomas larger than 3 cm, or

who choose not to have surgery. AWMF recommends that rehabilitation for

patients with endometriosis should be conducted in a certified endometriosis

rehabilitation facility. ESHRE, RANZCOG, and HSE do not provide specific

recommendations on this topic in the sections reviewed.

For further detail on the level of evidence and strength of recommendation for
the follow-up care and rehabilitation, please refer to Table 4-8.

Table 4-8: Follow-up Care and rehabilitation: Key recommendation strength and quality of evidence across guidelines

Recommendations ESHRE [31] RANZCOG [32] NICE[33] AWMF [34] HSE [35]
Rehabilitation in a certified — — — +++ —
endometriosis rehabilitation facility (recommendation)

Abbreviation: AWMF ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group
of Scientific Medical Societies); ESHRE ... European Society of Human Reproduction and Embryology; HSE ... Health
Service Executive; NICE ... National Institute of Health and Care Excellence; RANZCOG ... Royal Australian and

New Zealand College of Obstetricians and Gynaecologists

Legend: x/x = recommendation strength/evidence certainty; GPP/Good Practice Statement = expert consensus or good practice
without formal evidence grading; — = no recommendation issued. For NICE, recommendation strength was inferred from
recommendation wording rather than from an explicit grading category

4.2.7 Endometriosis in Adolescents

Overall, adolescent-specific guidance is broadly aligned in direction where pro- friihe Erkennung &
vided, but coverage differs and recommendation strength and certainty of ev- angepasste Diagnostik im
idence vary across topics. Compared with adult care pathways, the adolescent- Jugendalter in mehreren
specific guidance focuses on earlier recognition of persistent pelvic pain, adapted Leitlinien adressiert

examination and imaging approaches, cautious use of hormonal treatment, and
referral to specialist care where appropriate. ESHRE and RANZCOG provide
the most detailed diagnostic guidance, including alternative imaging where
transvaginal ultrasound is not appropriate, while ESHRE and AWMEF specify
symptoms that should raise suspicion of endometriosis in adolescents. These
include dysmenorrhoea and cyclical or acyclical pelvic pain, with AWMF em-
phasising persistent pelvic pain and ESHRE adding nausea, dyschezia, dysu-
ria and dyspareunia.MDT composition across

Management otherwise broadly follows adult pathways, including the role hormonelle Therapie
of laparoscopy where imaging and conservative treatment are unsuccessful. im Jugendalter vorsichtig
Where adolescent-specific treatment guidance is provided, conservative med- einsetzen

ical treatment with hormonal contraceptives or progestogens is generally fa-
voured as first-line management. RANZCOG additionally notes that intrau-
terine devices may require placement under general anesthesia.

ESHRE uniquely addresses fertility preservation counselling in adolescents Uberweisung Jugendlicher
with ovarian endometriosis, while RANZCOG and NICE support referral of in spezialisierte
adolescents with suspected or confirmed endometriosis to specialist care. HSE Versorgung teilweise
provides no adolescent-specific recommendations. unterstiitzt

For further detail on the level of evidence and strength of recommendation for
endometriosis in adolescents, please refer to Table 4-9.

AIHTA | 2026 44



Endometriosis Care in Vienna

Table 4-9: Adolescents: Key recommendation strength and quality of evidence across guidelines

Recommendations ESHRE [31] RANZCOG [32] NICE [33] AWMEF [34] HSE [35]
Assess risk factors + consider Strong/ — — +++ —
endometriosis with persistent HOOO (recommendation)
pelvic pain, typical symptoms, (risk factors + symptoms)
TVUS if appropriate; otherwise Strong/ Conditional/ — — —
transabdominal, transperineal, & 00) & 00)
transrectal, or MRI (MRI/transperineal
by specialist)

Laparoscopy if imaging and Weak/ @HOO GPS — +++ —
therapy fail; biopsy recommended; (laparoscopy) (recommendation)
discuss timing with specialist; Strong/ D OO (diagnosis +surgical
continue treatment while waiting (biopsy) treatment)
First-line: hormonal contraceptives Strong/ Conditional/ — +++ —
or progestogens; NSAIDs if needed; OO0 DSPOO (recommendation)
conservative medical treatment + GPP (NSAIDs) (incl. lUD under GA)
preferred.
Laparoscopic lesion removal Weak/ OO0 — — +++ —
followed by hormonal therapy (surgery) (recommendation)
to reduce recurrence. Strong/ OO0 (simultaneous

(post-op hormones) surgical treatment)

+ GPP (laparoscopic)
Refer adolescents (<17) — GPS Strong/ — —
with suspected or confirmed committee
endometriosis to specialist care. consensus

Abbreviation: AWME ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften (engl. Working Group
of Scientific Medical Societies); ESHRE ... European Society of Human Reproduction and Embryology; GA ... general
anaesthesia; GnRH ... Gonadotropin-releasing hormone; GPP ... Good Practice Point; GPS ... Good Practice Statement;
HSE ... Health Service Executive; IUD ... Intrauterine device; MRI ... Magnetic resonance imaging; NICE ... .National
Institute of Health and Care Excellence; RANZCOG ... Roval Australian and New Zealand College of Obstetricians and
Gynaecologists; TVUS ... Transvaginal ultrasound

Legend: x/x = recommendation strength/evidence certainty; GPP/Good Practice Statement = expert consensus or good practice

without formal evidence grading; — = no recommendation issued. For NICE, recommendation strength was inferred from

recommendation wording rather than from an explicit grading category
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Core guideline-based approach to suspected endometriosis

Synthesis of recommendations broadly shared across ESHRE, NICE, RANZCOG, AWMF and HSE

@ Focus: diagnosis and initial management. Infertility-specific, rehabilitation and adolescent-specific recommendations are not shown.

&

Initial
assessment

First-line
diagnostics

£y

Clinical
diagnosis

=)

First-line
treatment

&

Escalation /

Symptoms and
medical history

7, Transvaginal ultrasound
@ as first-line imaging

Endometriosis can be
diagnosed clinically

Hormonal therapy:
éa progestogens or

combined hormonal

contraceptives

Gynaecological /
clinical examination

MRI in selected situations
(e.g. suspected deep infiltrating
disease or unclear ultrasound)

Negative imaging does
not exclude disease

Analgesics / NSAIDs
for pain relief

©
&

Consider impact on pain
and quality of life

CA-125 not
recommended
for diagnosis

Treatment may begin without
mandatory laparoscopic
confirmation

Tailor treatment to
symptoms, preferences
and contraindications

BUUSIA Ul 318D SISOIaWOopU]

Si4

Surgery is not o Multidisciplinary and
routine first-line 8(%8 specialist care for
treatment complex disease

and counselling

speciaﬁst care Refer for severe, persistent Surgery is one option
00 E or complex symptoms in selected cases
General
principles

Patient information @ Shared m Chronic disease Clear referral pathways
8 8 decision-making perspective and and access to

-e =
- =
—@ follow-up -_ specialised services

Figure 4-2: Core Guideline-based approach to suspect endometriosis



Endometriosis Care in Vienna

4.3  Organisation and Delivery of Endometriosis Care

This chapter presents findings on the organisation and delivery of endometri-
osis care, drawing on five international guidelines and three additional stud-
ies comprising a comparative analysis of endometriosis care in five high-in-
come countries [27], a systematic review examining multidisciplinary care in
endometriosis [36] and a framework describing the organisation of endome-
triosis care within the Irish healthcare system [37].

Leroy et al. [27] compared system-level organisation and delivery of endome-
triosis care in Australia, Denmark, Germany, the Netherlands, and the United
Kingdom (UK). Fange et al. [36] systematically reviewed the role and organ-
isation of multidisciplinary endometriosis care across healthcare settings, and
the Irish framework [37] describes a national model for the organisation and
delivery of endometriosis care. Findings are presented according to five key
domains of care organisation and delivery identified across the included sources:
coordinated and tiered care, referral pathways and access, multidisciplinary
care, patient-centred care and shared decision-making, and quality assurance
and professional training, where available. The characteristics and study de-
sign of additional literature identified on these domains are summarised in
Table 4-10.

Table 4-10: Design of additional literature

Versorgungsorganisation
auf Basis von Leitlinien &
erganzender Literatur
dargestellt

Characteristics

Leroy et al. (2025) [27]

Fang et al. (2023) [36]

HSE (2025) [37]

Study Design

Comparative policy analysis

Systematic review

Tiered care framework

Country Setting

Australia, Denmark, Germany,
Netherlands, UK

International

Ireland

cross-country comparability limited by
structural heterogeneity

in outcome measures;
limited generalisability

Objective Compare national endometriosis care Identify MDT models used in Define a structured endometriosis
structures and referral models practice and patient preferences care pathway
Population Women with endometriosis Patients with endometriosis Women with suspected or
and/or chronic pelvic pain confirmed endometriosis
MDT-Approach Mandatory only in selected countries and MDT central to holistic care; Mandatory at regional and
settings; not universally implemented composition varies supra-regional level; specialist
composition defined per tier
Limitations Policy-level data; no outcome data; Few studies; heterogeneity Implementation and outcomes

not evaluated

Abbreviation: HSE ... Health Service Executive; MDT ... Multidisciplinary team; UK ... United Kingdom

Coordinated and Tiered Care

Across guidelines, endometriosis care is described as requiring coordinated
care across different levels of the healthcare system, with escalation to special-
ist services according to disease complexity, treatment response and individ-
ual needs. NICE recommends managed clinical networks linking community,
gynaecology and specialist services; community services include GPs, practice
nurses, school nurses and sexual health services. AWMF similarly emphasises
interdisciplinary networks involving specialised or certified centres, while
RANZCOG highlights equitable access, including support for rural and remote
care.
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International models reflect these principles to varying degrees. Tiered or spe-
cialised systems exist in several countries, but the degree of formalisation and
centralisation differs [27]. Denmark, Germany and the Netherlands use tiered
models with increasing concentration of complex care at specialist or reference
centres, while the UK operates accredited tertiary centres without a formal sec-
ondary tier. Complex care is also provided outside designated centres in all
countries. The HSE framework provides a particularly structured example,
defining progression from primary and secondary care to regional and supra-
regional specialist services, with increasing specialisation according to sever-
ity and complexity [37].

Referral Pathways and Access

Guidelines support referral to specialist services for persistent or severe symp-
toms, treatment failure, fertility concerns and complex disease, particularly
suspected or confirmed DIE requiring specialist surgical or multidisciplinary
expertise. However, structured referral pathways between levels of care are of-
ten only broadly defined.

In practice, referral arrangements vary and are generally based on clinical
judgement rather than formalised pathways [27]. Denmark is an exception,
with mandatory referral of complex cases to tertiary reference centres. The
HSE framework defines a structured escalation pathway across care levels, with
referral based on symptom severity, treatment response, fertility concerns and
disease complexity, including supra-regional [37].

Multidisciplinary Care

Guidelines consistently support multidisciplinary care, particularly for com-
plex or persistent disease, although recommended team composition and the
level of detail vary. Existing models show similar variation: MDT involvement
is not routinely mandated in several countries, but Denmark and Germany re-
quire it for selected patients at higher levels of care [27]. The HSE framework
similarly introduces MDT involvement progressively with increasing disease
complexity [37].

The systematic review by Fang et al. found substantial variation in MDT com-
position across existing services, proposed care models and patient perspec-
tives. Existing MDT's were mainly centred on gynaecology, physiotherapy and
psychology, while proposed models included broader input from pain man-
agement, sex therapy, nutrition and social work. Patients particularly empha-
sised psychological support, physiotherapy, reliable information, validation
and long-term support, but evidence on the impact of different MDT models
remains limited [36].

Patient-centred Care and Shared Decision-making

Across guidelines, treatment decisions are generally framed as individualised,
taking into account patient preferences, reproductive intentions, expected ben-
efits and harms, costs and treatment availability. Where surgery is considered,
ESHRE, RANZCOG and NICE additionally emphasise informed discussion
of benefits, risks and longer-term consequences. Recommendations on shared
decision-making are largely based on best-practice statements or expert con-
Sensus.
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In practice, patient information is widely available but not consistently em-
bedded within care pathways, and formal shared decision-making processes
are only vaguely described [27, 37]. Patient perspectives prioritise reliable in-
formation, validation and involvement in care [36].

AWMTPF further recommends informing patients about self-help resources, ed-
ucation programmes, and available rehabilitation and support services. Inpa-
tient rehabilitation concepts are not currently available in Austria and Swit-
zerland; however, at least one specialised rehabilitation centre for endometri-
osis has since been established in Austria, offering an inpatient, multimodal
programme combining peat bath therapy, physiotherapy, nutritional counsel-
ling, and pain management as a complementary, symptom-oriented interven-
tion [38]. Evidence specific to endometriosis remains limited, and cost cover-
age by statutory health insurers is not standardly provided.

Broader support for the social and long-term impact of endometriosis also var-
ies across countries. Denmark provides selected employment and financial
support, while Australia offers eligible patients subsidized allied-health care
through chronic disease management plans [27].

Quality Assurance and Professional Training

Guidelines provide little explicit guidance on quality assurance, auditing or
professional training. Internationally, systematic data collection and training
structures are also heterogenous [27]. No comprehensive mandatory national
registry was identified; Australia operates a voluntary national registry, while
accredited UK centres collect standardised outcome data for severe cases. Spe-
cialist training is more structured in Denmark and linked to certification in
Germany and the Netherlands, whereas primary care training remains limited
overall [27]. The HSE framework includes training, research and follow-up
among higher-tier functions but provides little detail on formal quality assur-
ance or systematic data collection [37].
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5 Results: Empirical Studies

5.1 Patient Survey

The questionnaire was accessed 364 times and initiated 96 times. Of those who
initiated the questionnaire, 21 respondents were excluded after a filter question
indicated they were not currently receiving treatment in Vienna. After exclu-
sion of ineligible and incomplete responses, 53 fully completed questionnaires
were included in the final analysis. Consequently, all results are based on a sam-
ple size (n) of 53.

All additional figures from the patient survey that are not presented within the
main text are provided in the Appendix.

Patient Sample and General Information

Respondents had a mean age of 31.2 years (SD 5.7; median 30; range 23-48),
indicating a predominantly young adult sample. Participants were predomi-
nantly Austrian without a migration background, in full- or part-time employ-
ment, and comparatively highly educated, with the majority holding a univer-
sity or applied sciences degree. Full sample characteristics are presented in
Table 5-1.

Table 5-1: Patient Sample

Characteristics n %
g Mean (SD) 31.2(5.7) -
< Median (range) 30(23-48) -

£ Austrian, no migration background 38 71.7

"E § Austrian, with migration history 7 13.2

§ § EU country of origin 5 9.4

Multiple cultural backgrounds 3 5.7

*qc-; é FuII-ti.me 18 34.0

E & | Part-time 15 283

TE- Other 10 18.9

- In training/education 6 14.0

Self-employed 2 3.8
Unemployed or looking for work 2 38
5 University/applied sciences degree 33 623
T Secondary education (Reifepriifung) 13 24.5
§ Other 3 5.7
Apprenticeship 2 3.8
Compulsory schooling 1 1.9
Secondary school without the Matura 1 1.9

Abbreviation: EU ... European Union; n ... number; SD ... Standard Deviation
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Diagnostic Pathway and Care Setting

The mean time from first symptoms to diagnosis was 9.7 years (SD 7.4; median
9; range 0-30), indicating a long diagnostic pathway across the sample. Before
diagnosis, most respondents had consulted three or more healthcare providers:
30.2% had seen 3-4 providers, 22.6% had seen 5-6, and a further 22.6% had con-
sulted more than six; 22.6% had received a diagnosis after consulting only 1-2
providers.

Endometriosis was most commonly diagnosed in a non-specialised gynaeco-
logical practice (n=21;39.6%), followed by a certified endometriosis centre or
specialised clinic (n=16; 30.2%) and a non-specialised hospital setting (n=9;
17.0%). Seven respondents (13.2%) selected “other”, indicating heterogeneous
diagnostic pathways.

Free-text responses under “endometriosis centre” included AKH Wien, Women
& Health and Klinik Floridsdorf. This suggests that some respondents may
have classified AKH Wien according to its specialist endometriosis function
rather than as a university clinic. Seven respondents (13.2%) were not currently
in treatment, while five (9.4%) selected other response options, including no
answer or care across multiple settings.

At the time of the survey, the majority of respondents reported receiving treat-
ment from a private gynaecologist (n=27; 50.9%), while nine (17.0%) were seen
by a contracted gynaecologist. A smaller proportion were treated at an endo-
metriosis centre (n=4; 7.5%) or hospital outpatient clinic (n=2; 3.8%).

Referral to a specialised centre following diagnosis or suspicion of endome-
triosis was reported by 28.3% of respondents; 69.8% reported no such referral.
More than half reported a current or previous wish to conceive, which had
been considered in their treatment for most of these respondents. Full details
are shown in Table 5-2.

A large majority (n=44; 83%) reported periods during which they were unable
to obtain help for their symptoms while only eight (15.1%) reported no such
experience. Free-text responses identified dismissal of symptoms as the most
prominent barrier, with many respondents reporting that pain had been re-
peatedly characterised as normal or exaggerated by healthcare providers. Fur-
ther recurring themes included diagnostic uncertainty or inconclusive findings,
inadequate follow-up, symptomatic treatment without further investigation,
long waiting times, limited availability of specialists, and insufficient provider
knowledge of endometriosis.

Table 5-2: Diagnostic pathway and care setting

@9,7 Jahre
bis zur Diagnose & oft
>3 konsultierte Arzt:innen

Diagnosestellung

am héaufigsten in Praxen
ohne Endometriose-
Schwerpunkt

Behandlung erfolgt
selten in spezialisierten
Endometriosezentren

aktuelle Behandlung
iberwiegend bei privaten
Gynakolog:innen (= 51 %)

Kinderwunsch bei mehr als
der Halfte der Befragten

83 % berichteten
iiber Zeitraume
ohne ausreichende
Unterstiitzung

Symptome wurden
haufig heruntergespielt

Indicator Category n %

Time to diagnosis Mean (SD)/Median (range), years 9.7(7.4) 9(0-30)

Providers consulted before diagnosis 1-2 12 226

3-4 16 30.2

5-6 12 226

>6 12 22.6

Setting of diagnosis Non-specialised gynaecological practice 21 39.6

Certified endometriosis centre/specialised clinic 16 30.2

Non-specialised hospital 9 17.0
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Indicator Category n %
Current care setting Private gynaecologist 27 50.9
Panel/contracted gynaecologist 9 17.0
Not currently in treatment 7 13.2

Endometriosis centre 4 7.5

Hospital outpatient clinic 2 3.8
Referral to specialised centre after diagnosis No 37 69.8
Yes 15 28.3
Wish to conceive (current/previous) Yes 28 52.8
considered in treatment Yes 20/28 714

Abbreviation: n ... number; SD ... Standard Deviation

Symptoms Prior to Diagnosis

Pain-related and systemic symptoms dominated the pre-diagnostic picture: breites Symptomspektrum
severe menstrual pain (92.5%), fatigue and exhaustion (86.8%), and digestive vor der Diagnose
problems (73.6%) were the most frequently reported symptoms, followed by

psychological burden, chronic lower abdominal pain, and pain during inter- starke

course. Free-text responses added further symptoms not captured by the stand- Menstruationsschmerzen
ard categories, including migraine, back and leg pain, bladder pain, and rectal bei liber 90 %

bleeding, underlining the broad and often atypical symptom spectrum preced-
ing diagnosis. Full frequencies are shown in Figure 5-1.

Symptoms Prior to Diagnosis

Severe menstrual pain || NI -2 5%
Fatigue and exhaustion | NI 6%
Digestive problems [IINININGgNM N 73.6%
Psychological burden [N ;2%
Chronic lower abdominal pain || NG 50.4%
Pain during intercourse |GGG 52,5
oOthers [ 20.3%

Infertility or an unfulfilled wish to conceive [N 20.8%

0% 20% 40% 60% 80% 100%

Figure 5-1: Symptoms Prior to Diagnosis

Initial Investigations and Follow-Up

The three most frequently reported initial investigations were ultrasound (n= Erstuntersuchungen
42;79.2%), gynaecological/vaginal examination (n=35; 66.0%) and blood tests v. a. Ultraschall &
(n=12; 22.6%); further details are shown in Figure 5-2. When these initial in- gyn. Untersuchung;
vestigations were unremarkable but symptoms persisted, further management weiteres Vorgehen
had not been clearly discussed with a large percentage of respondents (n=31; bei rund 60 % unklar
58.5%).
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Ultrasound

gynaecological and/or

vaginal physical examination

Blood tests

Initial Investigations

. 02

diagnostic laparoscopy - 0,17

MRI

B o5

other [ 0,08

0% 20% 40%

Figure 5-2: Initial Investigations

First-Line and Additional Treatments Received

I o079
I 0,66

60% 80% 100%

Hormonal treatment was the most common first-line therapy (n=31; 58.5%),
followed by pain medication or surgery, while non-pharmacological approaches
such as physiotherapy were rarely used initially

Beyond first-line management, respondents reported a broad range of addi-
tional therapies. Pain medication was the most widely used treatment overall
(n=47; 88.7%), and physiotherapy, psychological support and alternative ther-
apies were each used by roughly half of respondents. (see Figure 5-3 and Fig-
ure 5-4 for the full comparison across all treatment categories).

First-line Treatment

Hormonal treatment

Pain medication
Surgery/laparoscopy

No treatment

Other

Physiotherapy

Alternative therapies

| prefer not to say
Rehabilitation/spa treatment

Psychotherapie

0%

I 585%
B 159%
B 94%
B s57%
I 38%
| 1,9%
| 1,9%
0,0%
0,0%
0,0%
60% 80% 100%

20% 40%

Figure 5-3: First-line Treatments
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Additional Treatments

Pain medication | s3,7%

Physiotherapy [NNINEGEE 547%
Psychological support [N 50,9%
Alternative therapies [ININININGEE 49,1%
Hormonal treatment [N 47,2%
Surgery/Laparoscopy NN 43,4%

Other M 20,8%

Specialised pain management [l 18,9%

Rehabilitation/Spa treatment [l 15,1%
No additional therapies | 1,9%

000

20% 40% 60% 80% 100%

Figure 5-4: Additional Treatments
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Out-of-Pocket Costs

The large majority of respondents (n=47; 88.7%) reported having incurred
costs not covered by statutory health insurance, with a third of them exceeding
€5,000 (n=18;34.0%). Only six (11.3%) reported no additional costs. Private
gynaecological consultations and specialist fees were the most frequently re-
ported out-of-pocket expenses, followed by a range of supportive and comple-
mentary treatments. Respondents also reported costs for medication, fertility
treatment and diagnostic investigations, sometimes in connection with long
waiting times in the statutory system. Table 5-6 shows exact estimated expen-
diture amounts.

Satisfaction with current treatment was limited: only around a fifth reported
being (very) satisfied, while partial satisfaction was most common (n=23;
43.4%).

Amount of Direct Costs

over€5,000 [[IINIEGEGEGE 3:20%
€1,000-5,000 GG 22.6%
€500-1,000 [ 13.9%
€100-500 [ 15.1%
Not specified - 7,5%
Under €100 | 1,9%
Prefer nottosay  0,0%

0% 20% 40% 60% 80% 100%

Figure 5-5: Amount of direct cost

Information and Awareness

Respondents most commonly reported having received information on avail-
able treatment options and on the stage and extent of their endometriosis, while
broader aspects of long-term disease management, such as side effects and self-
help resources, were addressed far less consistently (see Figure 5-6 for the full
breakdown).

When asked about shared decision-making experiences., around half of re-
spondents (n=25; 47.2%) felt included in treatment decisions, while just un-
der a third (n=15; 28.3%) did not. Self-perceived knowledge of endometriosis
was comparatively high, with the large majority (n=42; 79.2%) reporting that
they felt well or very well informed.
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Provides Information on the Following Aspects

Combined treatment approaches 20 33 )
Self-help resources 10
Impact on/options for those wishing to have children 29 2
Side effects 16 37 )
Treatment options 41 1
Stage and extent of endometriosis 29
Chronic course of the condition 25 28 )
0% 20% 40% 60% 80% 100%

Yes HNo Not specified

Figure 5-6: Information provided for patients

Gaps in Information and Patient Support

Free-text responses (n=32) pointed to recurring gaps in information, commu- Pat. Berichten von
nication and support. Respondents described insufficient information on the Informations-,

broader manifestations of endometriosis, treatment options beyond hormonal Kommunikations- und
therapy, and fertility preservation, leading many to seek information inde- Nachsorgeliicken;
pendently or through patient support groups. Post-operative follow-up was

also described as insufficient, particularly regarding explanation of findings, erschwerter Zugang zu
recovery and further management. More broadly, respondents reported con- spezialisierter Versorgung

flicting advice, limited provider knowledge and difficulties accessing special-
ist or interdisciplinary care.

Challenges in Living with Endometriosis

Psychosocial Impacts

Endometriosis was reported to have a broad impact across multiple life do- weitreichende

mains, most frequently psychological health (n=48;90.6%), followed by sex- Auswirkungen auf

ual life, social relationships, professional career, and family planning. Further psychische Gesundheit
responses are shown in Figure 5-7. (=91 %), Sexualleben &

soziale Beziehungen
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Impact on Areas of Life

vental healtr - | 5o %
sexlife | NG 54.9%
Social refationships [ R 53,0%
corcer | 7.7
Desire to have children/
- : I 62,3%
family planning
other [l 113%

0% 20% 40% 60% 80% 100%
Figure 5-7: Impacts on Areas of Life

Experiences of symptom dismissal were common. Nearly two-thirds indicated
that this had occurred very often (n=33; 62.3%), followed by often (n=14; 26.4%)
and sometimes (n=4;7.5%). Only two respondents (3.8%) reported never hav-
ing felt that their symptoms were insufficiently acknowledged by healthcare
providers.

Free-text responses on daily life with endometriosis (n=40) most frequently
referred to chronic and unpredictable pain, including painful periods, bowel-
related symptoms (“endo belly”), pelvic floor spasms, and pain occurring along-
side work, study, and family obligations; several responses described this pain
having been normalised for years after being told it was typical period pain.

Further recurring themes included experiences of not being taken seriously by
healthcare providers, family, or friends, including comments regarding age or
suggestions that pregnancy would improve symptoms, in some cases continu-
ing after surgery; the need to independently research treatment options and
identify providers; barriers relating to waiting times and differences in access
between publicly and privately funded care; uncertainty regarding fertility and
pressure to attempt conception earlier than planned; sexual dysfunction, in-
cluding pain during intercourse and reduced libido; occupational and social
impacts, including reduced working hours and reduced social contact; and
psychological burden, including anxiety and distress related to a chronic and
unpredictable illness. The financial burden and limited access to treatment,
as well as the need to take pain seriously and the importance of rehabilitation,
were raised once again.

What Is Already Working Well in Care

Free-text responses on what was already working well in care (n=46) high-
lighted several positive aspects. Respondents most often described specialised
medical competence and empathetic care, including appropriate referrals, feel-
ing taken seriously, thorough explanations, and access to physicians familiar
with endometriosis and advanced diagnostic equipment. Positive treatment ex-
periences were also reported, including symptom relief through hormonal treat-
ment, surgery, and physiotherapy, as well as increasing acceptance of ultra-
sound-based diagnosis.
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Further positive themes included growing public and professional awareness
of endometriosis, access to specialised care structures such as endometriosis
centres, rehabilitation programmes, and insurance coverage for specialist care.
Self-help groups, online communities, patient associations, and conferences
were also described as important sources of information and support, helping
some respondents improve coping, pain management, and navigation of the
healthcare system.

Overall Rating of Healthcare Provision

Respondents rated six aspects of endometriosis-related healthcare on a scale
from 1 (very good) to 5 (very poor). As these are ordinal data, the median rather
than the mean is reported as the primary measure (see Figure 5-8 for the full
distribution). Psychosocial support, reimbursement of treatment costs, and
availability of treatment options and waiting times received the poorest rat-
ings (median 4.0 each, with 37 respondents assigning a score of 4 or 5 in each
domain), while access to specialists and education/information were rated some-
what more favourably (median 3.0 each); negative assessments nonetheless pre-
dominated across all six domains.

Rating of Healthcare Provision

Reimbursement of treatment costs 2 4 9

Psychosocial support 3 2 10

wachsende offentliche &
fachliche Aufmerksamkeit
sowie wichtige Rolle von
Selbsthilfegruppen &
Patient:innen-
organisationen

Versorgung insgesamt
Psychosoziale
Unterstiitzung und
Versorgungszugang
besonders schlecht
bewertet

22

N
w

Education and information 2 15 11

Availability of treatment options

and waiting times 330 10

Access to specialists 3 10 16

Doctors’ understanding of the condition 1 7 15 —

0% 20% 40% 60%

Very good Good Neutral ®HPoor M VeryPoor

Figure 5-8: Rating of Healthcare Provision
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5.2 Healthcare Provider Survey

The questionnaire was accessed 254 times, initiated 85 times, and completed
in full by 49 respondents. Incomplete questionnaires were excluded from the
final analysis to ensure consistent results and a constant sample size (n). Con-
sequently, all results are based on a sample size (n) of 49.

All additional figures from the healthcare provider survey that are not presented
within the main text are provided in the Appendix.

General Information

Respondents worked predominantly in office-based settings, most commonly
in private practice (n=27; 54.0%) or contracted practice (“Kassenpraxis”) (n=
16;32.0%), while hospital and university-based settings were less represented.
Only nine respondents (18.4%) reported affiliation with a certified endome-
triosis centre, while the large majority (n=39; 79.6%) did not. Most respond-
ents reported seeing six to 15 endometriosis patients per month (n=20; 40.8%),
followed by zero to five patients (n=18; 36.7%). Further details in Table 5-3.

Table 5-3: General Information

Gynakolog:innen-
befragung:

49 vollstandig ausgefiillte
Frageb6gen

Uberwiegend
niedergelassene
Gynakolog:innen;

nur 18 % mit Anbindung
an zertifiziertes
Endometriosezentrum

Topic Category n %
Practice setting (multiple response, n=49) Private practice 27 54.0
Panel/contracted practice (“Kassenpraxis”) 16 32.0
Hospital 6 12.0
University clinic 5 10.0
Multiple settings selected 6 12.0
Certified endometriosis centre Affiliated 9 184
Not affiliated 39 79.6

No answer 1 2.0
Monthly endometriosis patients 0-5 18 36.7
6-15 20 40.8
>15 1 224

Abbreviation: n ... number

Available Services

Pharmacological therapy, ultrasound and pain management were listed as avail-
able in-house in almost every setting, while MRI, pelvic floor physiotherapy
and diagnostic surgery were all predominantly accessed externally. Psychoso-
cial services showed the greatest gaps in availability, with psychological/psy-
chosomatic care and sexual medicine counselling frequently reported as una-
vailable. For further details see Figure 5-9.
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Available Services

Referrals

Pelvic floor physiotherapy
Acupuncture

Sexual health counselling
Psychological/psychosomatic support
Care for young people

Pain management

Fertility counselling/treatments
Surgical treatment
Medication-based treatment
Surgical diagnosis

Diagnostic imaging (ultrasound)

Diagnostic imaging (MRI)
0% 20% 40% 60% 80% 100%

M internal External Not available/no answer

Figure 5-9: Available Services

Diagnostic Practice

Structured Pathway for Suspected Endometriosis

A formally documented pathway for suspected endometriosis was reported in formal dokumentierter
only eight practices (16.3%); most respondents relied on an informal approach Versorgungspfad bei
(n=28; 57.1%), while eleven (22.4%) reported no structured pathway. Where Endometrioseverdacht nur
pathways existed, they were based mainly on individual clinical experience in 16 % der Praxen

(n=17;41.5%) and, to a lesser extent, international guidelines (n=12;29.3%),
particularly AWMF S2k and ESHRE. International guidelines were neverthe-
less viewed positively overall, with 77.6% (n=38) of respondents rating them
as helpful or very helpful. Full details are shown in Table 5-4.

Table 5-4: Diagnostic Practice

Topic Category n %
Care pathway for suspected endometriosis Informal 28 57.1
Formally documented 8 16.3
None 1 224

Unsure 2 4.1
Basis of pathway (n=41) Clinical experience 17 415
International guidelines 12 29.3

Team discussion 4 9.8

In-house standards 2 49

Other/no answer 7 17.1
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Topic Category n %
Perceived usefulness of international guidelines Very helpful 25 51.0
Helpful 13 26.5
Neutral 10 204

Unfamiliar 1 20

Abbreviation: n ... number

Diagnostic Work-up

Diagnostic procedures used when endometriosis was suspected were assessed
as a multiple-response item; History-taking and gynaecological examination,
alongside transvaginal ultrasound, were reported almost universally (n=49;
100.0% and n=47; 95.9%, respectively). MRI in cases of suspected deep infil-
trating endometriosis was reported by 30 respondents (61.2%), while diagnos-
tic laparoscopy was reported by 19 (38.8%). (see Figure 5-10) All respondents
reported using transvaginal ultrasound as first-line investigation. When asked
about MRI indications, suspected deep infiltrating endometriosis (n=30; 65.2%)
and unclear ultrasound findings (n=29; 63.0%) were most commonly reported;
none reported routine MRI use in all patients.

Diagnostic Procedures

Basisdiagnostik

meist mit Anamnese,

gyn. Untersuchung

und TVUS;
MRT gezielt,

Laparoskopie seltener

) o oy 100,07
(gynaecological) examination 100,0%

Transvaginalutrasound - [ 55

MRI i f

nilttng endometios . I 1 2%
infiltrating endometriosis

o gvasnnsy . I <

(e.g VAS,NRS) =0
diagnostic laparoscopy _ 38,8%
Biomarker (e.g. cA125) |G 26.5%
Others - 6,1%

0% 20% 40% 60%

Figure 5-10: Diagnostic Procedures in suspected endometriosis

Working Diagnosis and Use of Diagnostic Laparoscopy

Around two-thirds of respondents reported routinely or frequently making a
clinical working diagnosis of endometriosis without diagnostic laparoscopy
(n=34; 69.4%), while the remainder reported doing so occasionally or rarely.

Consistently, no respondent applied it routinely in clinical practice, and 19
(38.8%) did not use it for diagnostic purposes at all. When used, it was most
commonly considered after inconclusive non-invasive assessment or for diag-
nostic confirmation in cases of clinical suspicion (n=16; 32.7% each).
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Use of Standardised Classification Systems (rASRM/Enzian)

Routine use of a standardised classification system (rASRM or Enzian) was
reported by 21 respondents (42.9%), with a further nine (18.4%) reporting fre-

Klassifikationssysteme
bei rund 60 % regelmassig

quent use. angewendet
Further details across diagnostic practice items are summarised in Table 5-5.
Table 5-5: Diagnostic Work-Up
Topic Category n %
Working diagnosis without laparoscopy Routinely 14 28.6
Frequently 20 40.8
Occasionally 9 184
Rarely 6 122
Use of diagnostic laparoscopy Not used diagnostically 19 38.8
Unclear findings 16 32.7
Diagnostic confirmation 16 327
Other circumstances 8 16.3
Standardised classification, surgical cases Routinely 21 429
Frequently 9 18.4
Not applicable 10 20.4
Occasionally/rarely 8 16.3

Abbreviation: n ... number

Competencies Considered Important for High-Quality Diagnosis

Free text responses on competencies required for high-quality diagnosis fo-
cused primarily on sonographic expertise, supported by dedicated training,
certification and continuing education. A second recurring theme concerned
comprehensive clinical assessment, particularly thorough history-taking and
gynaecological examination, alongside clinical experience. Further themes in-
cluded competence in interpreting MRI findings and laparoscopic skills for
complex or unclear cases, as well as structural conditions supporting diagnos-
tic quality, such as interdisciplinary collaboration, sufficient consultation time
and clear referral pathways to specialised centres.

Therapy

First-Line Treatment for Symptomatic Endometriosis Without a Wish to Conceive

For patients without a current wish to conceive, progestogen-only therapy was
the most commonly reported first-line option (n=26; 53.1%), followed by com-
bined hormonal contraceptives (n=12; 24.5%). No respondent reported sur-
gery as first line treatment. The full distribution of responses is shown in Fig-
ure 5-11.
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First-Line treatment without a wish to conceive

24,5%

m Surgical treatment

No answer

8,2%
GnRH analogues/antagonists
Analgesic therapy
Others

8,2% = Combined hormonal contraceptives

m Progestogen-only
4,1%

2 0% 53,1%
,0%

0,0%

Figure 5-11: First line treatment in patients without a current wish to conceive

Surgical therapy was considered primarily when pain persisted despite con-
servative treatment (n=37; 75.5%), and, in roughly half of practices, also for
suspected deep infiltrating disease (n=28; 57.1%); further indications are shown
in Figure 5-12.

Indication for Surgical Treatment

OP v. a. bei persistierenden
Schmerzen; auch bei
Verdacht auf DIE

Persistent pain despite
P b I ;5
conservative treatment
Suspected deep infiltrating endometriosis _ 57,1%
Infertility or a wish to conceive _ 53,1%
Ovarian endometrioma _ 53,1%

Histological confirmation in unclear cases _ 28,6%
Patient request _ 22,4%

Lack of response to the first course of hormone o
therapy after less than 6 weeks - 14,3%

other [l 8.2%

First-line approach without prior

9
conservative treatment I 2,0%

0% 20% 40%
Figure 5-12: Indication for Surgical Treatment

Respondents reported spending an average of 22 minutes on treatment deci-
sions (median 20 minutes, n=44), and most considered this sufficient (n=32;
72.7%). However, several respondents noted that this time is not reimbursed
accordingly within the statutory insurance system.
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Multidisciplinary Care
Structured Interdisciplinary Collaboration

Structured interdisciplinary collaboration was reported as regularly established
by 15 respondents (30.6%) while a further 22 (44.9%) described informal col-
laboration on an as-needed basis. Ten respondents (20.4%) reported no such
collaboration.

Reproductive medicine was the most frequently cited discipline (n=26;55.3%),
followed by radiology (n=22; 46.8%); further disciplines are shown in Figure
5-13.

Interdisciplinary Collaboration

Reproductive medicine [ NRNRNEIE;B~SB@EIEBE 55.3%
Radiology [HINGNENEGEGEGEGEEEE :6.5%
Physiotherapy | NG 333%
Psychotherapy/psychology [ NENEHEIBN 33,3%
urology GGG 333%
Visceral surgery | NG 333%
Nutritional counselling | NI 23,4%

interdisziplindre
Kooperation bei
3% der Befragten

regelmaBige
Zusammenarbeit v. a. mit
Reproduktionsmedizin &
Radiologie

Pain medicine
Complementary medicine
Gastroenterology

Others

B 23.4%
B 213%
Bl 106%

B s5%
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Figure 5-13: Interdisciplinary Collaboration

Management of complex cases was assessed by multi-response items. Referral
to a specialised centre was most commonly reported (n=37; 75.5%), followed
by collaboration with specialised surgical disciplines such as colorectal surgery
(n=20;40.8%). In-house surgical management by the respondent’s own gynae-
cological team was less common(n=7, 14.3%).

Fertility-Related Counselling and Preferred Management Strategy

Fertility-related counselling was widely provided for patients with a wish to
conceive, 35 respondents (71.4%) always provided such counselling and 14
(28.6%) mostly did so; none reported providing it rarely or never. Early referral
to or involvement of reproductive medicine was the most frequently reported
strategy (n=20; 40.8%), followed by an individualised approach without a uni-
form protocol (n=11; 22.4%); further strategies are shown in Table 5-6.

Adolescent patients received adapted treatment and/or referral in just over
half of practices (n=27; 55.1%), while nine respondents (18.4%) reported man-
aging them no differently from adults, and seven (14.3%) did not treat adoles-
cent patients at all.
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Further details on fertility-related management strategies and care of adolescent

patients are summarised in Table 5-6.

Table 5-6: Fertility Management

Topic Category n %
Fertility counselling (wish to conceive) Always 35 714
Mostly 14 28.6
Preferred fertility strategy Early referral to reproductive medicine 20 40.8
Individualised, no uniform protocol 11 224
Combined operative/reproductive approach 9 184
Conservative-first 7 143
Adolescent patients Adapted management and/or referral 27 55.1
Managed as adults 9 18.4
Not managed in this practice 7 14.3
Specific referral; treatment remains the same 4 8.2
No information provided 2 4.1

Abbreviation: n ... number

Care provision Structure and Framework Conditions

Structural Barriers, Guideline Discrepancies, and Proposed Improvements

Structural barriers were assessed as a multiple-response item. Among the 44
respondents answering this item, time constraints in clinical practice were se-
lected most frequently (n=19; 43.2%), followed by long waiting times (n=18;
40.9%) and limited surgical capacity (n=17; 38.6%); further responses to bar-

riers are shown in Figure 5-14.

Lack of time in day-to-day
clinical practice

Long waiting times

Limited surgical capacity

Limited clinical experience with
complex cases of endometriosis

Lack of clear referral pathways

Lack of multidisciplinary collaboration

Limited availability of
specialised imaging

Lack of knowledge of guidelines

Other

haufigste strukturelle
Hiirden: Zeitmangel im
klin. Alitag, lange
Wartezeiten &

Structural Barriers

I <3.2%

38,6%
I 3%
I 27,3%
I 3%
| R

B o
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Figure 5-14: Discrepancies between guidelines and practice
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Among the 46 respondents who answered the item on discrepancies between groBte Abweichungen
guideline recommendations and clinical practice, multidisciplinary collabo- zwischen Leitlinien
ration was most frequently selected (n=20; 43.5%), followed by diagnostics, in- & Praxis bei

cluding imaging and classification (n=19; 41.3%); further categories are shown multidisziplinarer

in Figure 5-15. Free-text comments highlighted long waiting times for special- Zusammenarbeit sowie
ised outpatient clinics, the lack of a dedicated endometriosis centre in Vienna, Diagnostik

and limited access to referral findings through ELGA.

Among the 48 respondents answering the item on measures to improve endo- Verbesserungsbedarf v. a.
metriosis care, expansion of certified endometriosis centres was the most fre- bei Ausbau zertifizierter
quently selected measure (n=28; 58.3%), followed by improved training and con- Zentren sowie Fort- und
tinuing education (n=23;47.9%); further measures are shown in Figure 5-16. Weiterbildung

Discrepancies between Guidelines and Practice

Multidisciplinary collaboration _ 43,5%
Diagnostics
imaging csaification) N 3%
(e.g. imaging, classification)
Aftercare/long-term care _ 37,0%
Surgical treatment _ 34,8%
Shared decision-makin
patient information
other [l 13.0%
Drug therapy I 2,2%

0% 50% 100%

Figure 5-15: Discrepancies between guidelines and practice

Improvement Measures

More certified endometriosis centres _ 58,3%
Improved training and continuing professional
I 47,9%
development
Better interdisciplinary collaboration _ 39,6%
More time per consultation _ 33,3%
Standardised referral pathways _ 25,0%

Mandatory implementation of guidelines _ 18,8%

other [l 104%
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Figure 5-16: Measures of Improvement
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System-Specific Factors Influencing Endometriosis Care in Vienna

Among the 35 respondents who provided a response, many gave no substantive
Vienna-specific comment. Those who did mainly reiterated previously identi-
fied issues; additional points included differences between statutory and private
care, patients travelling from other federal states, and occasional concerns about
over-diagnosis, trivialisation and insufficient patient education.

Of the 37 respondents who identified areas for improvement, most again con-
verged on measures already discussed above, particularly the need for more
specialised centres, shorter waiting times, better training, and improved remu-
neration. A further recurring point was the need for clearer, standardised re-
ferral pathways and defined contacts for specifically for non-specialised prac-
tices.
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6 Results: Endometriosis Care:

Guidelines Versus Clinical Practice in Vienna

Guideline recommendations synthesised in the synopsis were compared against
survey data from Viennese doctors (n=49) and patients (n=>53) across diagno-
sis, treatment, referral, care organisation, and patient-centred management.
Only topics covered by guidelines and at least one survey were included; dif-
ferences between perspectives were interpreted cautiously, as clinician and
patient data reflect different constructs. Concordance was rated qualitatively
in six categories, ranging from fully concordant to not assessable (see Chapter
3.6 for methods and category definitions)

Diagnostic-work up

Table 6-1: Comparison of diagnostic procedures: guidelines vs. survey

Abgleich von
Leitlinienempfehlungen &
Wiener Versorgungspraxis

Topic Guideline recommendation Clinical practice Patients experience Assessment and Interpretation
TVUS as first- All 5 guidelines recommend 100% reported TVUS as a first- 79.2% reported ultrasound Fully concordant
line imaging TVUS as the primary imaging | line investigation; 95.1% report as an initial investigation Provider-reported practice closely

modality

using it "always" as part of the
standard work-up

reflects the clear and consistent
guideline benchmark. Ultrasound was
also the most frequently reported
initial investigation among patients.

Biomarkers/
serum CA-125

All 5 guidelines consistently
advise against diagnostic use,
because of insufficient
sensitivity and specificity

26.5% use CA-125 as part of the
diagnostic process

Blood tests reported by 22.6%
as an initial investigation (test
type not further specified.

Broadly discrepant

Provider-reported use of biomarkers
such as CA-125 was broadly dis-
cordant with guideline recommen-
dations against their use for diagnos-
ing endometriosis. However, the
specific indication was not captured,
and patient-reported blood testing
could not confirm this practice.

Physical/
gynaecological
examination

Most guidelines include
clinical examination in the
diagnostic work-up

100% reported history-taking
plus gynaecological/abdominal
examination as standard
practice

66.0% reported a physical or
vaginal examination among
their first investigations

Broadly concordant

Provider-reported practice reflects
the guideline direction. The lower
patient-reported proportion may
reflect recall or differences in
terminology.

Negative
imaging does
not exclude the
disease

Emphasised across guidelines,
particularly for superficial
disease, which remains poorly
detected on imaging; ESHRE,
NICE and HSE recommend
continued referral or assess-
ment even with normal
imaging

Not directly queried among
healthcare providers

22.6% report that further
management was clearly
discussed when initial
investigations were
unremarkable, yet symptoms
persisted; 58.5% report it was
not discussed.

Not assessable

Guideline recommendation is clear
and consistent, with consistent
direction across the guidelines that
address this point (ESHRE, NICE, HSE).
Patient-reported data show that a
defined next step after normal imag-
ing was communicated in 22.6% of
cases. Provider-side data on this
specific point are not available.

MRI as second-
line diagnostics

Consistently positioned as
second-line for suspected DIE
across AWMF, RANZCOG, NICE

and HSE; HSE explicitly
advises against MRl as a
routine first-line test

MRI used predominantly for

suspected DIE (65.2%) and

unclear ultrasound findings

(63.0%); no routine first-line
use reported

15.1% reported MRl among
the initial investigations;
(multiple answer item)

Broadly concordant

Provider-reported practice reflects
the guideline positioning of MRI
as a targeted rather than routine

investigation. Patient reported data

suggests relatively limited use during
the initial work-up but does not
permit assessment of its sequence
or specific indication.
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Topic Guideline recommendation Clinical practice Patients experience Assessment and Interpretation
Diagnostic Positioned as an option No routine use reported; 17.0% reported laparoscopy Broadly concordant
laparoscopy when non-invasive work-up | 38.8% reported that they never as an initial investigation Full agreement between guidelines
is inconclusive, not routine; use it for diagnostic purposes. (multiple answer item) and HCP survey on selective, non-
consistent direction across | The most common indications routine use; the patient survey
guidelines. were unclear findings after non- (17.0% reporting initial use) suggests
invasive work-up or some uncertainty.
confirmation of clinical
suspicion (32.7% each).
Clinical Not explicitly regulated: 69.4% reported routinely or Not directly assessed Not assessable
working guidelines support non- frequently establishing a The absence of a sufficiently clear
diagnosis invasive diagnosis but do not working diagnosis without and consistent guideline benchmark
without specify how binding a purely laparoscopy. precluded assessment of
laparoscopy clinical or sonographic concordance

diagnosis may be.

Classification

Only AWMF provides detailed

61.3% reported using

Not assessable

systems guidance (#Enzian, 2021); a standardised classification Guideline positions differ; variation
(#Enzian, NICE and RANZCOG favour system routinely or frequently in in provider practice reflects differing
rASRM, AAGL) | detailed descriptive documen- | syrgical cases; 20.4% consider it guideline positions rather than clear
tation over formal staging not applicable discordance.

Time to Timely recognition is stated as 16.3% reported following a Mean time to diagnosis: System level implementation gap*
diagnosis and an aim across all guidelines; | formally documented diagnostic | 9.7 years; 77.4% consulted 23 | The prolonged diagnostic delay and
diagnostic however, the organisational protocol; 57.1% relied on an providers before diagnosis. limited use of formal diagnostic
pathway structures and processes informal pathway and 22.4% had|  When initial work-up was pathways contrasts with the guideline
structure required to achieve it are none. When asked about unremarkable but symptoms | aim of timely recognition. However,

not clearly specified. Core
symptoms are intended to
trigger prompt further
work-up

symptoms triggering suspicion
of endometriosis, clinicians most
frequently cited dysmenorrhoea,
dyspareunia, dyschezia and pelvic
pain, while less typical gastroin-
testinal, urinary, bleeding-related
and extrapelvic symptoms were
mentioned less often.

persisted, 58.5% reported that
further management had not
been clearly discussed

Dysmenhorrhea, exhaustion
and digestive problems were
the most frequently cited
symptoms prior diagnosis.

the absence of an explicit pathway
benchmark precluded assessment
of concordance.

Note: * Although no numerical threshold for timely diagnosts is specified in the guidelines, a mean delay of 9.7 years cannot
reasonably be considered timely, which justifies classification as a system-level implementation gap despite the absence of a
graded benchmark.

Abbreviations: AAGL ... American Association of Gynaecologic Laparoscopists; AWME ... Arbeitsgemeinschaft der
Wissenschaftlichen Medizinischen Fachgesellschaften; CA-125 ... Cancer Antigen 125; DIE ... Deep Infiltrating Endometriosis;
ESHRE ... European Society of Human Reproduction and Embryology; HCP ... Healthcare Provider; HSE ... Health
Service Executive; MRI ... Magnetic Resonance Imaging; NICE ... National Institute for Health and Care Excellence;
rASRM ... revised American Society for Reproductive Medicine (classification); RANZCOG ... Royal Australian and

New Zealand College of Obstetricians and Gynaecologists; TVUS ... Transvaginal Ultrasound

Diagnostic practice showed varying degrees of alignment with guideline rec-
ommendations across the areas examined. TVUS was consistently applied as
first-line imaging, in line with all five guidelines, and physical/gynaecological
examination was also broadly concordant with guideline recommendations,
supported by both provider- and patient-reported findings.

In contrast, biomarkers such as CA-125 were reported as part of the typical
diagnostic work-up by over a quarter of providers, which was broadly discord-
ant with the consistent guideline recommendation against their use for diag-
nosing endometriosis. However, the survey did not capture the specific clinical
context, including whether testing was limited to cases involving atypical or
suspicious adnexal findings. MRI and diagnostic laparoscopy were both used
selectively rather than routinely by providers, broadly matching their guideline
positioning as second-line or optional tools for inconclusive cases. Patient re-
ports also indicated relatively limited use of MRI and laparoscopy during the
initial diagnostic work-up, although the survey did not establish their sequence
or clinical indication. This interpretation was further supported by the finding
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that providers commonly established a working diagnosis without laparos-
copy. However, concordance for this specific practice could not be assessed in-
dependently because the guidelines did not define a sufficiently explicit bench-
mark.

Alignment with the guideline principle that negative imaging does not exclude
disease was not fully assessable. Just over a fifth of patients reported that fur-
ther management had been clearly discussed when initial investigations were
unremarkable despite persisting symptoms. As this issue was not directly as-
sessed in the provider survey, the finding primarily reflects patients’ experi-
ences of communication and further management rather than provider prac-
tice as a whole. Practice relating to classification systems was more variable
and could not be assessed against a clear and unified guideline standard. Time
to diagnosis and diagnostic pathway structure were also assessed. Only a mi-
nority of providers reported following a formally documented pathway, while
patients described prolonged diagnostic delays and consultation of multiple
providers. Although clinicians most often identified the typical symptom com-
plex as triggering investigation, fatigue and digestive symptoms were reported
frequently by patients but appeared less prominent in provider responses, sug-

gesting a potential gap in recognition of the broader symptom spectrum.

Therapy

Table 6-2: Comparison of therapy: guidelines vs. survey

Topic

Guideline recommendation

Clinical practice

Patients experience

Assessment and Interpretation

Progestogens as
first-line therapy

All 5 guidelines recommend
progestogens as a first-line
hormonal option, with
consistent direction.

53.1% selected progestogen
monotherapy as first-line,
making it the most common
single option.

60.8% reported receiving
hormonal therapy
(pill, progestogen or
GnRH) as first-line
treatment.

Broadly Concordant

Provider-reported practice reflects the
clear and consistent guideline
benchmark. Patient-reported data
supports first-line hormonal treatment
broadly but did not permit assessment
of progestogen use specifically.

Combined
hormonal
contraceptives

Recommended as a first-line
hormonal option by most
guidelines, although
positioning varied across
guidelines

24.5% selected CHC as first-

line treatment, making them

the second most commonly
reported option

Hormonal treatment was
the most frequently
reported first-line therapy
(58.5%), although the
survey did not distinguish
CHCs from other
hormonal options

Broadly Concordant

Provider-reported first-line use
broadly reflected guideline
recommendations. Patient-reported
data did not permit assessment of
CHC use separately.

Analgesics/NSAIDs
as basic therapy

All 5 guidelines recommend
analgesics as part of pain
management, without
defining a uniform treatment
sequence.

8.2% use analgesics alone as a
first-line approach

19.6% reported receiving
pain medication first-line;
88.7% had used it at some
point over the disease
course.

Broadly concordant

Provider- and patient-reported use
broadly reflected the guideline
recommendation to include
analgesics in pain management.
However, differences in treatment
timing and use alone or alongside other
therapies limited direct comparison.

GnRH
agonists/antagonist
s (second-line)

Generally recommended as
second-line treatment; add-
back therapy is consistently
recommended. AWMF positions
oral GnRH antagonists more
prominently, including as a
first-line option after surgical
diagnosis.

4.1% select GnRH
agonists/antagonists as
first-line in the general

symptomatic scenario
surveyed.

Not separately assessed
by drug class;
47.2% reported hormonal
treatment as an additional
therapy over the disease
course.

Broadly Concordant

Low provider-reported first-line use
broadly reflected the second-line
positioning in most guidelines.
Patient-reported data did not permit
assessment of GnRH use separately.
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Topic

Guideline recommendation

Clinical practice

Patients experience

Assessment and Interpretation

Surgery as a first-
line approach

Consistently presented as one
option among several rather
than routine first-line
treatment, across all five
guidelines.

0% selected surgery as
first-line for symptomatic
endometriosis without a wish
to conceive.

9.4% received a surgical
intervention as their initial
treatment; 43.4% had
undergone surgery at
some point during the
disease course.

BroadlyConcordant
Provider- and patient-reported
findings support the limited use of
surgery as intitial treamtent apporach.
It was reported as initial treatment by
a small minority of patients, but the
clinical indication was not captured
and may have justified early surgical
management in selected cases.

Indications for
surgery

Persistent pain despite
conservative treatment,
suspected deep disease,

ovarian endometrioma and
fertility concerns are cited
across guidelines as
indications for surgery.

Persistent pain despite
conservative treatment was
the most frequently reported
indication (75.5%), followed
by suspected DIE (57.1%),
ovarian endometrioma (53.1%)
and infertility or wish to con-
ceive (53.1%); lack of response
to hormonal therapy was
reported less often (14.3%).

Not assessed

Broadly Concordant
Provider-reported indications
correspond closely to those listed
across the guidelines

Psychosocial
assessment/sexual
dysfunction
screening

Guideline recommendations
varied, ranging from
screening for anxiety,
depression and sexual

dysfunction to broader
recognition of psychosocial
support needs.

Psychotherapy/psychology
reported as a cooperation
partner by 36.7% of providers;
no systematic screening
protocol reported.

Psychological health was
the most frequently
affected life domain

overall (90.6%); 18,8% of

patients reported
receiving information on
self-help resources

Not assessable

The absence of a sufficiently clear and
consistent guideline benchmark pre-
cluded assessment of concordance.

Provider findings indicate referral-
based support rather than systematic
screening, while patient findings
showed substantial psychological
burden and limited information on
support resources.

Non-
pharmacological
approaches
(physiotherapy,
psychological
interventions,
acupuncture, diet,
TENS, osteopathy)

Addressed unevenly across
guidelines; with AWMF
providing the most detailed
recommendations and other
guidelines offering more
limited specific guidance.

Pelvic floor physiotherapy and
acupuncture were reported to
be predominantly provided
externally rather than in-
house (27 vs 11,and 23 vs 8
respectively).

54.7% reported
physiotherapy and 50.9%
psychological support as
additional therapies over
the disease course; 2.0%
received physiotherapy as

initial treatment

Not assessable

The absence of a sufficiently clear and
consistent guideline benchmark pre-
cluded assessment of concordance.

Both surveys indicated use of non-
pharmacological approaches mainly
as additional rather than first-line
treatment, and predominantly
provided externally

Abbreviations: AWME ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften; CHC ... Combined
Hormonal Contraceptives; DIE ... Deep Infiltrating Endometriosis; GnRH ... Gonadotropin-Releasing Hormone;
TENS ... Transcutaneous Electrical Nerve Stimulation

Therapeutic management showed the strongest degree of alignment with guide-
line recommendations among the areas examined. Progestogen monotherapy
was the most frequently selected first-line treatment among providers, while
CHCs and analgesics were also used in accordance with their recommended
roles in hormonal treatment and pain management. Patient-reported findings
similarly supported the predominant use of hormonal therapy and analgesics,
although the survey did not distinguish between individual hormonal drug clas-
ses. GnRH agonists and antagonists were rarely selected as first-line treatment,
consistent with their recommendation as a second-line option in most guidelines.

Surgery was not selected as a first-line approach by providers and was reported
as initial treatment by only a small minority of patients, broadly supporting
guideline positioning as an option for selected cases rather than routine first-
line management. The clinical indication for initial surgery in these patients
was not captured and may have justified early surgical management in selected
cases. The indications cited for surgery, persistent pain despite conservative
treatment, suspected deep disease, ovarian endometrioma and fertility concern,
also corresponded closely to those listed across guidelines.
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Psychosocial assessment and non-pharmacological approaches could not be for-
mally assessed for concordance, as the guidelines did not provide sufficiently
clear or consistent benchmarks. For psychosocial care, providers reported coop-
eration with psychotherapy or psychology services rather than systematic screen-
ing, while patients reported psychological health as the most frequently affected
life domain and experienced limited provision of information on self-help re-
sources. For non-pharmacological approaches, physiotherapy and acupuncture
were predominantly provided externally rather than in-house, and patients re-
ported these approaches mainly as additional rather than first-line therapies.

Fertility

Table 6-3: Comparison of treatment for infertility: guidelines vs. survey

Psychosoziale und
nicht-medikamentose
Versorgung uneinheitlich
verankert

Topic Guideline recommendation Clinical practice Patients experience Assessment and Interpretation
Individualised ESHRE, RANZCOG and HSE Preferred management strategy for 71.4% (20/28) Broadly Concordant*
(surgical) empbhasise individualised patients with a wish to conceive: early | reported that their | provider-reported strategies reflect
decision-making | decisions considering age, | referral to reproductive medicine (40.8%), | wish to conceive was | the multi-factorial decision-making
for fertility ovarian reserve, infertility case-dependent approach withouta | actively factored into and individualised approach
duration, pain, prior surgery uniform protocol (22.4%), combined | treatment planning. |  recommended across quidelines,
and patient preference; ESHRE | operative/reproductive strategy (18.4%), and most patients reported that
references the Endometriosis conservative-first (14.3%); their wish to conceive had been
Fertility Index (EFI). no respondent favours primary surgery. considered in treatment planning.
Fertility AWMEF provides the most Fertility-related counselling reported as Not assessed Not assessable
counselling explicit guidance, always provided by 71.4% and mostly Providers reported frequent fertility

recommending counselling
on reduced fertility, the effect
of age, and oocyte/embryo
cryopreservation.

provided by a further 28.6%;

No respondent reports rarely/never
counselling.

counselling, but the survey assessed
frequency rather than content. As
detailed counselling requirements

were specified only in some guidelines,

concordance could not be assessed.

Note: * This patient item assessed whether fertility wishes were considered, rather than the specific individualised criteria
addressed; concordance was therefore assessed at a broader level.
Abbreviations: AWMEF ... Arbeitsgemeinschaft der Wissenschaftlichen Medizinischen Fachgesellschaften; EFI ... Endometriosis
Fertlity Index; ESHRE ... European Society of Human Reproduction and Embryology; HSE ... Health Service Executive;
RANZCOG ... Royal Australian and New Zealand College of Obstetricians and Gynaecologists

Provider-reported fertility management broadly reflected the individualised,
multifactorial approach recommended across guidelines, and 71.4% of patients
reported that their wish to conceive had been considered in treatment planning.
All physicians reported providing fertility counselling always or most of the
time; however, concordance regarding its content could not be assessed because
the survey captured frequency rather than the specific information provided

Adolescents

Table 6-4: Comparison of the treatment of adolescents: guidelines vs. survey

weitgehende Konkordanz
bei individualisiertem
Fertilitditsmanagement

Topic

Guideline recommendation

Clinical practice

Patients experience

Assessment and Interpretation

Treatment

and referral of
adolescents to
specialist care

Adolescent-specific
recommendations are
heterogeneous. Where

addressed, guidelines favour
conservative, age-appropriate
management. RANZCOG and
NICE explicitly recommend
specialist referral.

55.1% of physicians report
providing adapted treatment
and/or referral for adolescent

patients; 18.4% treat them

no differently from adults;
14.3% do not treat
adolescent patients at all.

Not assessed

or referral

Broadly concordant*

Most providers reported adapted treatment and/

for adolescents, broadly aligning with

the recommendations of the guidelines addressing
adolescent care. However, guideline coverage
was limited, and the survey did not clarify how
adolescents were managed or referred when
respondents did not provide care themselves.
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Note: *Assessment considered appropriate because both guidelines addressing adolescent care provided a sufficiently clear

and consistent direction.

Abbreviations: NICE ... National Institute for Health and Care Excellence; RANZCOG ... Royal Australian and New

Zealand College of Obstetricians and Gynaecologists

Adolescent-specific recommendations were heterogeneous but generally fa-
voured conservative, age-appropriate management, with NICE and RANZCOG
additionally recommending referral to specialist care. Provider practice broadly
reflected this direction, with 55.1% reporting adapted treatment and/or refer-
ral. However, a substantial minority treated adolescents no differently from
adults or did not treat adolescent patients themselves. However, 18.4% reported
treating adolescents no differently from adults, while 14.3% did not treat ad-
olescent patients themselves. For the latter group, the survey did not establish
whether patients were referred to specialist care

Healthcare Organisation & Patient Experience

Versorgung Jugendlicher
grundsatzlich leitliniennah,
jedoch unterschiedlich
umgesetzt

Table 6-5: Comparison of Healthcare organisation and Patient experience: guidelines vs. survey
Guideline recommendation
Topic and international benchmark Clinical practice Patients experience Assessment and Interpretation
MDT Guidelines and international Structured MDT Not directly assessed; Not assessable
frameworks broadly support collaboration was reported | 28.3% report having The absence of a uniform benchmark for
multidisciplinary involvement, by 30.6% of respondents, been referredtoa MDT structure limits formal concordance
particularly for complex disease, | informal collaboration by | specialist centre, which | assessment. Although 75% of HCPs reported
but vary substantially in the 44.9%, and no collaboration | is where more formal interdisciplinary collaboration, this was
recommended composition, by 20.4%. The disciplines MDT structures are predominantly informal and inconsistently
indications, and degree of involved varied consid- typically located structured, suggesting potential limitations
formalisation. erably between practices in the organisation of multidisciplinary care.
Centralisation of All guidelines support 18.4% of gynaecologists 28.3% had been System-level implementation gap

complex cases in
specialist/certifie

centralising complex disease
in specialist centres, without

were affiliated with a
certified endometriosis

referred to a specialist
centre; 69.8% had not.

Both surveys suggest limited reach of certified
specialist centres and referral pathways.

d centres defining formal certification centre; 79.6% reported Diagnosis more often | This contrasts with the recommendations for
criteria or expected service no affiliation. occurred in a non- centralisation of complex cases, although
coverage International models specialised gynaecolog- | the surveys did not establish whether those
vary, ranging from structured ical practice (39.6%), | who were referred required specialist care.
certification to regional than a certified centre | | addition,the absence of defined coverage
designation or accreditation. (30.2%). or referral targets limits assessment.
Structured RANZCOG, HSE, and AWMF specify | Unclear referral pathways 83.0% reported Not assessable
referral referral criteria (treatment failure, | were cited as a structural | periods in which they The surveys did not directly assess the
pathways severe/persistent symptoms, sus- barrier by 27.3% of were unable to obtain | existence or functioning of referral pathways.
between care pected disease, fertility concerns); | clinicians, and standardised | help for their symptoms; Moreover, guideline recommendations
levels NICE describes managed clinical referral pathways as an recurring themes in remain broad, and the explicit HSE tiered

networks without specific referral
criteria. Internationally, referral is
mandatory only in Denmark for
complex cases; the HSE tiered mod-
elincludes an explicit, structured,
multi-level referral pathway

improvement priority
by 25.0%.

free-text responses
include symptom
dismissal, diagnostic
uncertainty, long waits
and limited specialist
availability.

model is specific to the Irish healthcare system
and cannot serve as a direct benchmark for
Vienna. Formal concordance assessment was
therefore not possible, although reported
barriers suggest that referral between care
levels may be insufficiently structured.

Abbreviations: MDT ... Multidisciplinary Team; RANZCOG ... Royal Australian and New Zealand College of Obstetricians
and Gynaecologists; HCP ... Healthcare Provider; HSE ... Health Service Executive; AWME ... Arbeitsgemeinschaft der
Wissenschaftlichen Medizinischen Fachgesellschaften; NICE ... National Institute for Health and Care Excellence
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MDT involvement varied considerably: structured collaboration was reported
by 30.6% of respondents, informal collaboration by 44.9%, and no collaboration
by 20.4%, with disciplines differing between practices. Concordance could not
be formally assessed due to the lack of a uniform benchmark. Overall, MDT
involvement appeared to be present but was predominantly informal and in-
consistently structured.

Structured referral pathways could not be formally assessed because their ex-
istence and functioning were not directly examined, and guideline recommen-
dations remained broad. Unclear pathways were cited as a structural barrier
for clinicians and as an improvement priority. Consistent with these provider-
reported barriers, 83.0% of patients reported periods without access to help,
with symptom dismissal, diagnostic uncertainty, long waits and limited special-
ist availability recurring as themes.

Centralisation of complex cases suggested a possible system-level implementa-
tion gap: only 18.4% of providers were affiliated with a certified endometriosis
centre, and just 28.3% of patients had been referred to one, with diagnosis oc-
curring more often in non-specialised practices than certified centres.

Shared Decision-Making and Patient Information

Systemliicke
bei Zentralisierung
komplexer Félle

organisatorische
Versorgungsstrukturen
(MDT, Uberweisungspfade)
mangels uneinheitlicher
Leitlinienvorgaben nicht
beurteilbar

Table 6-6: Comparison of shared decision-making and patient information: guidelines vs. survey

Topic Guideline recommendation | Clinical practice Patients experience Assessment and Interpretation
Individualised, NICE, RANZCOG and HSE | 65.3% considered |  47.2% agreed that they were fully System-level implementation gap
preference- recommend individualised | the time available | or somewhat included in treatment | provider-reported conditions appear broadly
sensitive treatment decisions that | sufficient forshared |  decisions, while 28.3% somewhat | sypportive of shared decision making, but
treatment consider patient preferences, | decision-making or strongly disagreed. patient experiences indicate that this was
decisions side effects, efficacy, cost, | (mean 22 minutes; not consistently achieved. Most providers
availability, and reproductive median 20; reported having sufficient time for shared
intentions. range 2-45). decision-making, whereas patient expe-
riences were more variable. This pattern
reflects partial and variable implementation
rather than a uniform divergence from
the guideline recommendation.
Information NICE, RANZCOG and ESHRE Not assessed Information provision was uneven: System-level implementation gap
provision and recommend comprehensive, most commonly informed about Where guidelines specify a clear
counselling individualised information on treatment options (41/53) and fertility |  informational scope, patient-reported
(breadth & quality) | diagnosis, treatment options, implications (29/53); less commonly experience indicates uneven and
across the care risks/side effects, fertility, informed about side effects (16 vs. 37 incomplete coverage across the care
pathway follow-up, waiting times, not informed), self-help resources (10 pathway. Provider-side data on this
costs, and psychosexual/ vs. 43), and the chronic nature of the point are not available.
psychosocial needs, condition (25 vs. 28). Free-text responses
including surgery-specific also described gaps in communication
counselling where relevant around surgery and follow-up

Abbreviations: NICE ... National Institute for Health and Care Excellence; RANZCOG ... Royal Australian and New Zealand
College of Obstetricians and Gynaecologists; HSE ... Health Service Executive; ESHRE ... European Society of Human

Reproduction and Embryology

Individualised, preference-sensitive treatment decisions suggested a system-
level implementation gap. Provider- and patient-reported findings differed:
while most providers considered the available time sufficient for shared deci-
sion-making, fewer than half of patients felt fully or somewhat included in treat-
ment decisions, and a notable proportion actively disagreed with this. This pat-
tern points to partial and variable implementation rather than a uniform diver-
gence from guideline recommendations on individualised, preference-sensitive
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care. Information provision and counselling across the care pathway likewise
indicated a partial system-level implementation gap, though provider-side data
on this point were not available. Patient-reported experience indicated uneven
coverage across topics: treatment options and fertility implications were most
commonly addressed, while side effects, self-help resources and the chronic
nature of the condition were less consistently covered. Free-text responses fur-
ther pointed to gaps in communication around surgery and follow-up.

AIHTA | 2026

74



Endometriosis Care in Vienna

7 Discussion

7.1 Summary of Findings

Guideline Synopsis

This review synthesised recommendations from five international guidelines Einschluss von 5 Leitlinien
(ESHRE, RANZCOG, NICE, AWMF, HSE) on the diagnosis and management
of endometriosis.

Methodologically, AGREE II appraisal showed consistently strong performance AGREE II: Methodische

in Scope and Purpose, Stakeholder Involvement, and Clarity of Presentation, Heterogenitat, Schwichen
but weak and heterogeneous performance in Applicability and Editorial In- v. a. bei Umsetzbarkeit
dependence, and no guideline met the threshold for high quality across all six

domains. Four of five guidelines applied GRADE or a partial GRADE ap-

proach; AWMEF, as an S2k consensus guideline, did not.

All guidelines emphasised that a normal examination or negative imaging does hohe Ubereinstimmung
not exclude endometriosis, particularly superficial peritoneal disease, which bei Diagnostik und
remains poorly captured by any imaging modality. Across the five included medikamentéser Therapie

guidelines, this point, together with transvaginal ultrasound as first-line im-
aging and hormonal treatment of endometriosis-associated pain with CHCs or
progestogens, represented the strongest area of consensus, generally supported
by stronger recommendation grades and moderate-certainty evidence. Lapa-
roscopy was increasingly positioned as an option for inconclusive cases rather
than a mandatory diagnostic step. GnRH agonists/antagonists and add-back
therapy were positioned as second-line pain management options. Surgical treat-
ment was uniformly mentioned as one option among several rather than a first-
line approach, with cystectomy generally preferred over drainage or ablation
for ovarian endometrioma and specialist-led resection recommended for DIE.

Greater heterogeneity and lower certainty of evidence were observed for the heterogene Empfehlungen
timing and role of surgery, fertility-preserving interventions, and management & geringere

before assisted reproduction. For endometriosis-associated infertility specifi- Evidenzsicherheit bei
cally, guidelines consistently recommended against hormonal suppression to komplexeren

improve fertility and supported individualised, multi-factorial surgical deci- Versorgungsfragen

sion-making, though the certainty of the underlying evidence was predomi-
nantly low. Nevertheless, all guidelines emphasised individualised treatment
planning, consideration of reproductive goals and patient preferences, and ac-
cess to multidisciplinary, patient-centred care. Recommendations on comple-
mentary therapies, asymptomatic disease, adolescent-specific care, psychoso-
cial support, long-term follow-up, and classification systems were addressed
unevenly and were generally less specific, more frequently based on expert con-
sensus or descriptive documentation.

Organisation of Care and Delivery

Across the guidelines reviewed, endometriosis was consistently recognised as gemeinsames

a chronic condition with substantial physical, psychological and social conse- Versorgungsverstandnis,
quences, requiring coordinated, long-term and, where appropriate, multidis- begrenzte

ciplinary care. However, several structural aspects of care provision were often Strukturvorgaben

only loosely defined or not addressed explicitly. This applied in particular to
referral pathways, the division of responsibilities across levels of care, certifi-
cation standards, the composition of multidisciplinary teams, quality assurance
mechanisms, professional training and structured follow-up.
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This lack of clarity was reflected, and often amplified, in the wider literature,
which showed considerable international variation in tiered care models, the
designation of specialist centres, certification requirements and referral ar-
rangements. In several health systems, complex cases continued to be man-
aged outside designated specialist centres, pointing to a gap between guide-
line recommendations and actual clinical practice. The considerable burden
of chronic disease was likewise only partly reflected in formal care and social
support structures; Australia was the only country identified as having a na-
tional action plan for endometriosis.

Some frameworks nonetheless provided clearer structure. The HSE model, for
instance, defined responsibilities and escalation criteria across primary, sec-
ondary, regional specialist and supra-regional care in comparatively explicit
terms. Multidisciplinary involvement tended to be more formalised at higher
levels of care, although team composition and access varied considerably be-
tween settings. Systematic auditing, mandatory registries, outcome monitoring
and structured professional training, particularly in primary care, remained
limited overall. Patient information and shared decision-making were not con-
sistently embedded in care pathways, and structured rehabilitation, along with
the evidence base supporting it, remained underdeveloped.

Empirical Findings

The Vienna-based patient survey (n=53) indicated a mean diagnostic delay
of 9.7 years, with most respondents having consulted three or more providers
before diagnosis. Endometriosis was most often diagnosed in non-specialised
gynaecological practice, and only 28.3% of patients reported ever being referred
to a certified centre. Hormonal therapy was the most frequently reported first-
line treatment; surgical and non-pharmacological approaches were used con-
siderably less often as an initial strategy. Patients described a high symptom
burden prior to diagnosis, substantial psychosocial impact (90.6% reporting
effects on psychological health), and near-universal experience of symptom
dismissal by healthcare providers. Information and counselling were reported
unevenly across the care pathway, with treatment options and fertility impli-
cations most commonly addressed, and side effects, self-help resources, and
the chronic nature of the condition less consistently covered; free-text responses
further described gaps in communication around surgery and follow-up. Sat-
isfaction with current care was mixed, with psychosocial support and cost re-
imbursement rated poorest among six assessed domains, and 88.7% of respond-
ents reporting out-of-pocket expenditure not covered by statutory insurance.

The provider survey (n=49) showed near-universal use of history-taking, pelvic
examination, and transvaginal ultrasound when endometriosis was suspected.
First-line treatment most commonly consisted of progestogen-only or combined
hormonal therapy. Diagnostic laparoscopy was not used routinely; clinicians
commonly established a working diagnosis without surgery and considered
laparoscopy mainly when non-invasive findings remained inconclusive or di-
agnostic confirmation was sought. More than one-quarter of providers reported
using CA-125 diagnostically. Only 16.3% of respondents reported following a
formally documented diagnostic pathway, while individual clinical experience
was cited more often than international guidelines as the basis for existing prac-
tice. Overall, 18.4% of providers were affiliated with a certified endometriosis
centre, and structured interdisciplinary collaboration was reported by 30.6%.
Most providers considered the time available for treatment decisions sufficient.
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Guideline — Practice Comparison

The comparison showed full or broad concordance for several core clinical prac-
tices, particularly first-line use of transvaginal ultrasound, hormonal treatment
with progestogens or CHCs, and avoidance of surgery as routine first-line treat-
ment. The clearest discordance concerned the continued diagnostic use of CA-
125, despite a uniform recommendation against this practice across all five
guidelines. However, the survey did not capture the specific clinical indication
or context of use, and some reported testing may have related to the differential
assessment of atypical adnexal findings rather than to the diagnosis of endome-
triosis itself.

Across many other domains, findings pointed more towards system-level im-
plementation gaps rather than direct discordance with discrete recommenda-
tions. This applied particularly to timely diagnosis, referral to specialised care,
multidisciplinary provision, shared decision-making, information and counsel-
ling, and continuity of care. In these areas, the guidelines generally expressed
broad objectives but often provided limited operational detail or measurable
standards. Several organisational topics could therefore not be assessed against
a single, sufficiently specific benchmark. Overall, Viennese practice appeared
most closely aligned with guidelines in well-defined clinical areas, while the
largest gaps concerned access, coordination, and the organisation of care.

7.2 Critical Reflection

The guideline synopsis provides a clearer benchmark for discrete clinical de-
cisions than for the organisation and delivery of care. Recommendations on
first-line imaging and hormonal treatment were generally specific, consistent
and, in some areas, comparatively well supported by evidence. Guidance on
referral pathways, multidisciplinary care, psychosocial support, continuity of
care and diagnostic timeliness was broader, less detailed and less uniform.
This variation does not necessarily indicate substantive disagreement, but may
reflect differences in scope, grading systems and operational detail. Similarly,
cross-guideline agreement should not automatically be equated with strong sup-
porting evidence.

Although recommendation strength and evidence certainty were not formally
included in the adherence classification, the findings should be interpreted
alongside the guideline synopsis to give some indication of their relative im-
portance. Concordance with recommendations that were both highly consistent
across guidelines and comparatively well supported by evidence can be inter-
preted with greater confidence than concordance in areas where guidance was
more heterogeneous or evidence less certain. Transvaginal ultrasound as first-
line imaging is the clearest example. A similar, though less pronounced, pat-
tern was observed for first-line hormonal treatment, although the patient sur-
vey did not distinguish CHC from other hormonal options, limiting direct com-
parison with provider-reported practice. The non-routine use of diagnostic lap-
aroscopy was also broadly concordant with guideline recommendations.

The reported diagnostic use of serum CA-125 by more than one quarter of pro-
viders suggests incomplete implementation of a clear and consistent guideline
position. However, the survey did not capture the specific clinical indication for
or context of testing, and some use may have related to the differential assess-
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ment of atypical adnexal findings rather than to the diagnosis of endometriosis
itself. The finding should therefore be interpreted as broad rather than unequi-
vocal discordance.

Conversely, several of the findings, classified as system-level implementation
gaps or not assessable, correspond to areas where guideline guidance itself is
merely consensus-based, unevenly detailed, or not graded at all. These find-
ings reflect broader structural and organisational shortcomings in care deliv-
ery rather than non-adherence to a specific, well-evidenced recommendation
and gaps likely say less about non-adherence to a specific, well-evidenced rec-
ommendation and more about broader structural and organisational shortcom-
ings in how care is delivered, which may be more amenable to systemic or pol-
icy-level intervention than to improved guideline adherence per se. The addi-
tional international literature supports this interpretation, indicating that these
organisational challenges extend across healthcare systems. The 9.7-year mean
diagnostic delay reported by patients illustrates this well. While diagnostic
delay is well documented in the literature, no standardised definition or evi-
dence-based threshold for a “timely” diagnosis has been established. A recent
systematic review likewise identified substantial diagnostic delays and high-
lighted the need for standardised definitions, increased awareness and targeted
diagnostic interventions [36]. Accordingly, this finding is better understood
as a shared, unmet aim across the care system than as a departure from a spe-
cific evidence-based standard.

A further consideration is that the limited specificity of guideline recommen-
dations in several complex areas of care may itself reflect the broader state of
endometriosis research and policy attention. Endometriosis has historically
been strongly associated with surgical diagnosis, although recent guidelines
have shifted towards non-invasive diagnostic approaches [37]. More broadly,
substantial research gaps remain despite the high prevalence and burden of
the condition. Comparatively limited evidence on long-term care pathways,
multidisciplinary management, referral structures, patient information, and
health-system implementation may therefore contribute to the vagueness or
heterogeneity of organisational recommendations. These limitations should
not be interpreted solely as methodological weaknesses of individual guide-
lines but also reflect persistent uncertainties in the underlying evidence base
on the treatment and organisation of endometriosis care. The additional liter-
ature, Leroy et al. 2025 [25], Fang et al. 2023 [34], and the HSE tiered-care
model [35], similarly identifies system-level gaps in chronic-care recognition,
national planning, professional training and quality monitoring.

These limitations should not be interpreted solely as methodological weak-
nesses of individual guidelines but may reflect persistent uncertainties in the
underlying disease process, the diagnostic and therapeutic evidence base, and
the organisation, implementation, and evaluation of endometriosis care. The
additional literature, Leroy et al. 2025 [25], Fang et al. 2023 [34], and the HSE
tiered-care model [35] also identifies wide system-level gaps in chronic-care
recognition, national planning, professional training, and quality monitoring.

The comparatively weak performance of all five guidelines in the AGREE II
Applicability domain is particularly relevant. This domain addresses imple-
mentation barriers, resource implications and monitoring or audit criteria, ar-
eas in which the guidelines generally provided limited detail. Although pro-
viders rated the guidelines favourably, only 16.3% reported following a formally
documented pathway, with practice more commonly based on individual clin-
ical experience. These findings suggest that the gap between guideline aware-
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ness and structured implementation may arise partly upstream of individual
clinical practice. Guidelines that provide clear clinical recommendations but
limited operational guidance may be difficult to translate into standardised
local pathways. Variation in organisational practice may therefore reflect both
incomplete local implementation and limitations in the operational usefulness
of the guideline benchmark.

The patient and provider surveys offered complementary perspectives on care. Patient:innen- &
Providers described their usual practice, available structures and perceived con- Anbieter:innenperspektive
ditions of care delivery, whereas patients reported their experiences across di- n zeigen Liicken zwischen
agnosis, treatment and follow-up. Differences between these perspectives are Anspruch & Realitat der
therefore informative rather than necessarily contradictory. For example, most Versorgung

providers considered the time available for shared decision-making sufficient,
while patients reported substantially more variable involvement in treatment
decisions. Similarly, although many providers re-ported referring complex cases
and collaborating across disciplines, only a minority of patients had been re-
ferred to a certified centre, and many de-scribed difficulties obtaining appro-
priate help. This discrepancy suggests limited reach of certified specialist struc-
tures in practice; however, the surveys did not establish whether complex cases
specifically were referred, and the absence of defined coverage or referral tar-
gets in the guidelines limits assessment of the extent of this gap. Information
provision showed a comparable pattern: providers reported routinely address-
ing fertility and treatment decisions, while patients identified gaps in infor-
mation on side effects, fertility, follow-up and available support.

A related discrepancy was observed between the symptoms clinicians most breiteres Symptomprofil
commonly identified as triggers for endometriosis investigation and those fre- der Patient:innen
quently reported by patients before diagnosis, particularly fatigue and diges- versus klinische

tive symptoms. However, the provider and patient two surveys assessed symp- Erkennungsmuster

toms from different perspectives and were not linked at the level of individual
clinical encounters, this comparison should be interpreted cautiously limiting
direct comparison. This mismatch may contribute to delayed recognition and
is consistent with the broader pattern of diagnostic de-lay discussed above: if
clinically prompted investigation is anchored to a narrower symptom profile
than patients actually experience, this may extend the interval before endo-
metriosis is considered as a diagnostic possibility. This points towards a sys-
tem-level implementation gap in timely recognition, although the absence of
explicit organisational or temporal benchmarks limits more precise assessment.
Overall, this points towards a system-level implementation gap in achieving the
guideline aim of timely recognition, although the absence of explicit organisa-
tional and temporal benchmarks limits a more precise assessment. These find-
ings suggest that the reported availability of favourable conditions does not
necessarily translate into their consistent realisation in patient care.

Taken together, the surveys show that concordance with guidelines in select- Praxis trotz Defiziten

ed clinical practices can coexist with substantial shortcomings in access, co- in Zugang &
ordination, continuity, psychosocial support and affordability. The findings Versorgungskontinuitat
should therefore not be reduced to an assessment of whether individual pro-

viders follow specific recommendations but rather highlight a distinction be- Verbesserungsbedarf
tween the quality of individual clinical decisions and the performance of the in der

wider care pathway. Direct clinical practice, particularly first-line diagnostic Versorgungsorganisation
and therapeutic decisions, showed a considerable degree of concordance with trotz vorhandener
guideline recommendations, and this should be acknowledged alongside the Expertise

shortcomings discussed above. By contrast, the more complex organisational
dimensions of care, access to specialised services, coordination, continuity and
psychosocial support, showed more consistent room for improvement.
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It is worth noting two further findings that qualify an unrelievedly negative in- Bestehende Stirken und
terpretation of these organisational gaps. First, a subset of patients explicitly zunehmende spezialisierte
identified aspects of care that were already working well, particularly special- Versorgungsstrukturen

ised clinical expertise and the role of patient-led support structures; the con-
cerns raised should therefore indicate be read as indicating substantial room

for improvement within an existing base of competent care, rather than as uni- Aufbau spezialisierter
formly negative experiences across all care settings. Second, background re- Rehabilitationsstrukturen
search conducted for this report identified that a specialised inpatient reha- trotz begrenzter
bilitation centre for endometriosis has been established in Austria since the Versorgung

AWMEF guideline noted the absence of such structures. This provides a con-
crete example of dedicated care infrastructure be-ginning to develop, although
coverage and cost reimbursement remain limited, a small but concrete indi-
cation that dedicated care infrastructure in this area, while still limited in cov-
erage and cost reimbursement, is beginning to develop. The cross-sectional de-
sign of this project cannot systematically capture such developments, but their
existence is a relevant caveat to the otherwise static picture presented by the
survey data.

More broadly, the value of the mixed-methods design lies in triangulating this Mixed-Methods-Ansatz

ability to triangulate the guideline synopsis with local empirical data. This als Grundlage einer
helps distinguish between findings that represent departures from clear recom- differenzierten
mendations, such as diagnostic CA-125 use, and those occurring in areas where Versorgungsbewertung

the guidelines themselves provide limited or heterogeneous bench-marks, such
as referral structures, MDT composition and diagnostic timeliness, synopsis
with local empirical data: it allows a dis-tinction between gaps that reflect gen-
uine departures from clear, well-evidenced practice (e.g. CA-125) and gaps that
instead reflect unresolved heterogeneity, limited evidence, or poor implement-
ability within the guide-lines themselves (e.g. referral structures, MDT com-
position, diagnostic timeliness), a distinction that a guide-line summary or a
stand-alone local survey could not offer on its own.

The findings suggest that improving endometriosis care in Vienna requires ac- Verbesserungsbedarf auf
tion at both clinical and system levels. In areas with clear and consistent recom- klinischer & systemischer
mendations, the focus is on supporting implementation of established practice. Ebene; strukturierter
The larger challenges concern access, referral, coordination, multi-disciplinary Versorgungspfad als
care, psychosocial support and continuity, which are unlikely to be addressed zentrale Implikation

through guideline dissemination alone. Across the guideline synopsis, inter-
national literature and local survey findings, the need for a more structured care
pathway emerges as a central implication. Rather than creating a new organi-
sational structure, this could build on existing services through clearer respon-
sibilities, referral and escalation criteria, and defined points of contact across
levels of care. Because international guidelines pro-vide limited operational
detail for several organisational aspects, local standards and quality indicators
may be needed to support implementation and monitor whether changes im-
prove patient experience and timely, equitable access to care.

AIHTA | 2026 80



Endometriosis Care in Vienna

7.3 Limitations

Limitations of the Evidence Base

The included guidelines differ substantially in scope, terminology, and meth-
odology used to grade evidence. Four guidelines applied GRADE or a compa-
rable approach, whereas the AWMF S2k guideline was developed through struc-
tured consensus and did not assign formal certainty ratings. Cross-guideline
comparison of recommendation strength is therefore limited; apparent differ-
ences may reflect variations in terminology rather than substantive disagree-
ment, and apparent alignment may obscure differences in the underlying ev-
idence base.

The AGREE II appraisal identified consistently poor performance across all
five guidelines in two domains: Applicability and Editorial Independence. Ap-
plicability scores reflected limited guidance on implementation requirements,
resource implications, and monitoring or audit criteria. Low scores for Edito-
rial Independence may partly reflect incomplete reporting of funding sources
and conflicts of interest rather than substantive bias, although the latter can-
not be excluded. No guideline achieved high scores across all six domains.
Thresholds distinguishing “high”, “moderate”, and “low” quality were defined
by the review team, as AGREE II provides no official cut-offs; alternative thresh-
olds may have resulted in different classifications.

The guideline search was restricted to the Guidelines International Network,
TRIP, and Google Scholar, without a full systematic database search or inde-
pendent dual screening. Eligibility was also limited to publications in English
or German, and to selected Western countries with comparable healthcare sys-
tems. Although this approach was considered sufficient to identify the major
international guidelines relevant to the review, it may have excluded relevant
guidance from other language regions or lower-income settings. However, this
reflects a deliberate methodological choice rather than an oversight, as the in-
clusion criteria were explicitly restricted to this group of countries. The evi-
dence base therefore reflects a small group of high-income, structurally sim-
ilar healthcare systems rather than a global perspective. Several guidelines are
under active revision (RANZCOG as a living guideline; AWMF and HSE with
scheduled updates through 2028-2030); this synopsis therefore represents the
guideline landscape at a specific point in time.

The evidence underlying many recommendations remains limited. For several
diagnostic and treatment questions, particularly those relating to fertility and
second-line treatment, the certainty of evidence is consistently rated low or very
low and is frequently based on observational studies or expert opinion rather
than randomised trials. Heterogeneity in outcome definitions, pain measures
and follow-up periods further limits comparison across studies. Consequently,
even some strong recommendations were supported by only low- to moderate-
certainty evidence, which should be considered when interpreting their trans-
ferability and the confidence placed in the findings.
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The analysis of international approaches to care organisation in Chapter 4.3 begrenzte Evidenz
was based on a limited number of supplementary sources rather than a system- & Ubertragbarkeit
atic review of care organisation models. Leroy et al. provide a policy compari- internationaler

son across five countries but do not report outcome data, and limited compa- Versorgungsmodelle

rability between countries [27]. Fang et al. is based on a small and heterogene-
ous evidence base, with variable outcome measures and limited generalisabil-
ity [36]. The international reference framework used to interpret the Viennese
findings on care organisation is therefore relatively narrow and is itself subject
to important limitations. In addition, models such as the HSE framework [37]
were developed within different healthcare and governance structures and can-
not be assumed to be directly transferable to Austria.

Limitations of this Review

Because the included guidelines differed substantially in scope, structure and Vergleichbarkeit

evidence base, it was not possible to provide a fully conclusive answer to RQ1. durch unterschiedliche
Recommendations were therefore synthesised narratively and grouped by topic, Leitlinienstrukturen
with particular emphasis on areas of clear and consistent cross-guideline agree- eingeschrankt

ment. This approach was appropriate to the exploratory nature of the research
question but inevitably reduced some guideline-specific detail and nuance.

The empirical component of this project was designed as an exploratory, cross- keine reprasentativen
sectional assessment and is subject to the limitations inherent in such assess- Aussagen aus der
ments. With 53 completed patient questionnaires and 49 completed provider Querschnittserhebung
questionnaires over approximately three months, the sample sizes do not sup- mdglich

port population-level, representative conclusions; rather, the surveys provide
an initial description of selected aspects of endometriosis care in Vienna. No
formal sample-size or power calculation was undertaken, and both surveys ex-
perienced considerable drop-off between the start and finish, so non-response
bias beyond the selection issues discussed below cannot be ruled out. Analyses
were descriptive and limited to frequencies and percentages. No formal sta-
tistical testing of subgroup differences, such as comparisons between private
and contracted providers or between centre-affiliated and non-affiliated pro-
viders, was undertaken, as this was not the objective of the survey and the nec-
essary subgroup-specific data were not systematically collected. The observed
variation therefore cannot be attributed to particular provider or organisational
characteristics with statistical confidence.

Patients were recruited primarily through self-help groups, patient organisa- selektiver Zugang zu
tions, and online platforms, because direct access to eligible patients was not Patient:innen iiber digitale
available and it could not be verified whether contacted gynaecologists distrib- & organisierte Strukturen
uted the survey. This recruitment strategy may have preferentially reached pa-

tients who were already engaged with patient advocacy and who were reason- mégliche

ably health-literate and digitally connected. This is consistent with the sample Unterreprasentation
profile, in which approximately two-thirds held a university or applied-sci- schwer erreichbarer

ences degree, and only around a quarter reported a migration background. Alt- Patientengruppen

hough the questionnaire was made available in four additional languages to
reduce access barriers, recruitment continued to rely largely on channels reach-
ing a relatively homogeneous population, so it remains unclear how much the
translations actually helped; patients with lower educational attainment, lower
digital access, or weaker links to patient organisations may therefore be under-
represented. In addition, patients who were not currently receiving care in
Vienna were excluded. This may have omitted individuals who had discontin-
ued care in Vienna or sought treatment elsewhere, including some with partic-
ularly negative care experiences.
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The provider survey achieved a relatively low response rate compared with the
number of providers contacted, with 49 completed questionnaires from more
than 370 gynaecologists contacted, even after a reminder sent about six weeks
later. Workload and survey fatigue may have contributed to this response pat-
tern; however, providers with a particular interest or expertise in endometri-
osis may also have been more likely to participate, which would tend to inflate
the reported levels of guideline awareness and structured practice compared
with the average Viennese gynaecologist. The survey was restricted to gynae-
cologists and did not include physiotherapists, psychologists, pain specialists,
specialist nurses, or other professionals whom both guidelines and patients
identify as important contributors to multidisciplinary and psychosocial care.
It therefore provides only a partial view of the wider care pathway.

The two surveys were conducted independently and are not linked at the level
of individual patients and their actual providers. Differences between patient-
and provider-reported findings, for example regarding fertility counselling or
time for shared decision-making, therefore, represent contrasting aggregate per-
spectives rather than direct contradictions relating to the same care episode.
The cross-sectional design also precludes causal or longitudinal conclusions: it
cannot indicate whether outcomes such as diagnostic delay are improving over
time, or what effect newer developments, such as the specialised rehabilitation
centre mentioned in the background chapter, might be having. Retrospectively
reported patient data, including time to diagnosis, number of providers con-
sulted, and out-of-pocket expenditure, are subject to recall bias. Providers’ self-
reports of their own practice may have been shaped by social desirability, par-
ticularly regarding guideline adherence and time spent on shared decision-
making, although anonymous participation was intended to reduce this bias.

Finally, the concordance assessment for RQ3 was qualitative rather than statis-
tical. No fixed percentage thresholds were applied; classification into one of the
six categories depended on the authors’ interpretation of the direction, con-
sistency, and specificity of the underlying guideline position, and another team
working with the same data may have classified some points differently. Recom-
mendation strength and evidence certainty were not formally incorporated into
the assessment. Formally weighting deviations, for example, treating a depar-
ture from a strong, high-certainty recommendation as more consequential than
a departure from a GPP or consensus statement, would have required a sepa-
rate, pre-specified methodology and considerably more granular analysis than
the scope of this report allowed. Moreover, the five guidelines used non-equiv-
alent grading systems, making it difficult to construct a single defensible weight-
ing scheme without introducing additional arbitrary assumptions. A struc-
tured framework explicitly linking concordance assessment to recommenda-
tion strength, evidence certainty, and guideline-level implementability would
therefore be a valuable direction for future work building on this synopsis.

As noted above, adherence was classified according to the direction, consisten-
cy, and specificity of the guideline position rather than according to recommen-
dation strength or evidence certainty, since a defensible weighting scheme
across five non-equivalent grading systems was beyond the scope of this report.
As illustrated in Section 4.2 by the findings on transvaginal ultrasound and
serum CA-125, the concordance assessment should therefore be interpreted
alongside the guideline synopsis in Chapter 5, which allows for some qualita-
tive differentiation in the relative importance of individual findings.

Lastly, the empirical findings are specific to Vienna and cannot be generalised
to other parts of Austria. Access to specialist services, referral distances, and
provider density may differ substantially, particularly in rural areas.
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8 Conclusio and Action Points

This report synthesised recommendations of five international guidelines on Synthese internationaler
the diagnosis and management of endometriosis, reviewed additional interna- Leitlinien und Abgleich mit
tional literature on the organisation and delivery of care, and compared their Wiener Versorgungspraxis
recommendations with findings from patient and healthcare provider surveys

conducted in Vienna. Overall, the evidence base for endometriosis care remains Begrenzte Evidenzbasis
limited, with many recommendations relying on low-certainty evidence or ex- und uneinheitliche

pert consensus. Several core clinical recommendations were comparatively con- Empfehlungen zur

sistent and better supported across guidelines, particularly first-line transvag- Versorgung

inal ultrasound, avoidance of CA-125 for diagnosis, hormonal treatment for
pain, and positioning surgery as one option among several rather than routine
first-line treatment. By contrast, recommendations on organisational aspects
of care showed greater variation and generally provided less practical guidance
on implementation.

Survey findings were broadly concordant with guideline recommendations in Versorgungsliicken
these more clearly defined clinical areas, while larger gaps emerged in referral, vor allem bei Koordination
coordination, multidisciplinary care, follow-up and continuity. These findings und Kontinuitat

suggest that the main areas for improvement lie in the organisation and coor-
dination of care, which also varied considerably across the international mod-
els reviewed.

Policy Implications

Thus, adherence to clinical guidance alone is insufficient to ensure timely, co- Verbesserungsbedarf
ordinated, specialist, and patient-centred care. In areas with clear, consistent bei Zugang, Koordination
guideline recommendations, the priority lies in supporting consistent uptake und Patientenzentrierung

through greater guideline awareness and continuing education. The larger gaps
concern access, referral, coordination, multidisciplinary care, psychosocial sup-
port, and continuity of care, and are unlikely to be addressed through guide-
line dissemination alone. The survey findings reinforce these priorities, with
providers particularly emphasising clearer referral pathways for non-special-
ist practice, improved training, and greater specialist and multidisciplinary
capacity, while patients identified gaps in information, continuity and access
to specialised care.

A central policy consideration is therefore the development of a common, sys- Entwicklung eines
tematically implemented care pathway for people with suspected or confirmed einheitlichen, abgestuften
endometriosis in Vienna, so that access to assessment, information, follow-up, Versorgungspfads

and specialist care does not depend on where a patient first enters the system
International models such as the HSE framework illustrate how clearer roles
across primary care, general gynaecology and specialist services, together with
defined escalation criteria based on symptom severity, treatment response and
disease complexity, can support more coordinated care. Given the complexity
and fragmentation of the Austrian health system, an entirely new organisational
structure would be difficult to achieve in practice; a more feasible approach is
an agreed framework across existing services, with priorities including:

B clearer standardised local referral and escalation pathways across stat-
uary and private care, with defined responsibilities across levels of care;

B strengthened endometriosis education and training across the profes- MaBnahmen:
sional pathway, from undergraduate education through specialist train- Uberweisungspfade,
ing and continuing professional development Fortbildung, ...
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B consideration of a greater role for primary care in early recognition and
management of uncomplicated symptoms;

®m structured interdisciplinary collaboration with clearly defined roles and
responsibilities across relevant professions and services;

B adequate specialist and multidisciplinary capacity to ensure timely ac-
cess to appropriate care

B better integration of psychosocial and supportive care, including psy-
chological support and other relevant allied health services, across the
care pathway;

B integration of existing specialised services, such as the recently estab-
lished rehabilitation centre for endometriosis in Austria;

B consistent provision of standardised patient information at key points in
the care pathway, including treatment options, fertility, follow-up and
available specialist and support services;

® locally developed standards and quality indicators, given the limited
operational detail in international guidelines;

B monitoring whether these measures translate into better patient expe-
rience and more timely, equitable access to care.

Beyond healthcare organisation, the wider social consequences of endometri-
osis should also be reflected in care planning, recognising it as a chronic con-
dition with potential effects on psychological well-being, work, education and
family life. In Europe, Denmark provides an example of this broader approach,
with a confirmed diagnosis linked to certain employment-related and financial
support measures.

Finally, substantial evidence gaps remain across endometriosis care, both in
clinical management and in the organisation and delivery of services and
strengthening the evidence base should remain an international research pri-
ority. For Vienna, the more immediate priority is to translate existing evidence
and guidance into a coordinated local care pathway with clear responsibilities,
referral criteria and access to specialist and multidisciplinary care.
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Appendix

A-l1 Streng

ESHRE [31]:

Recommendatio

Vienna

th of Recommendation

ns are classified as either ‘strong’ or ‘weak’ according to the GRADE approach, based on

evidence, acceptability, costs, and the balance of benefits and harms. Additionally, Good Practice Points
(GPPs) draw on the expertise of the guideline group to offer guidance on patient involvement, the manage-

ment of specific

procedures, and potential risks where direct evidence is lacking.

Table A-1: Strength of recommendation ESHRE

Strong Recommendation Weak Recommendation

Patients Most people in your situation would want the recommended | The majority of people in your situation would want the
course of action, and only a small proportion would not recommmended course of action but many would not
Clinicans Most patients should receive the recommended course Different choices will be appropriate for different

of action patients and clinicans must make greater effort in
helping patinets to arrive atr a decision constistent with

their values and preferenced (shared decision-making)

Policy makers

The recommendationm can be adopted as a policy
in most situations

Policy making will require substantial debate and
involvement of many stakeholders

RANZCOG [32]:

Table A-2: Certainty of recommendation RANZCOG

Certainty

High certainty evidence comes from well-conducted studies, with minimal risk of bias and consistent results; DOEDPD
further research is unlikely to change it. high
Moderate certainty suggests that there is sufficient evidence to support the estimate, but further research may SPPO
still affect it; it comes from studies with some limitations, inconsistencies, or a possibility of bias. moderate
Low certainty indicates a limitation in the available evidence, which may be due to methodological flaws, HPOO
indirectness or inconsistency of the evidence, or a high risk of bias. Further research may impact the confidence. low
Very low certainty implies that the available evidence is insufficient to undertake conclusions, and the true effect OO0
is likely to be unknown. very low

Strong recommendations are based on high or moderate certainty evidence. Conditional recommendations

are based on low

certainty evidence

Table A-3: Strength of recommendation RANZCOG

Type of
recommendation | Description and features
Strong Interpretation: All or almost all informed people would choose the recommended option.
recommendation | ysed when: high or moderate certainty that the effects clearly favour the recommended option, little variability
(GRADE option) in how effects are valued, other consequences favour the option.
Wording: ‘should’, ‘should not’, ‘offer’, ‘do’, ‘do not’, The GDG recommends
Conditional Interpretation: Most informed people would choose the recommended option but a substantial number would not.
recommendation | Shared decision making is needed to ensure that those receiving care can make an informed values-based choice.
(GRADE option) May be conditional on values and preferences, resources, setting, or other conditions.
Used when: either close balance between desirable and undesirable effects of the options, low or very low certainty,
variable values (or uncertain) such that informed patients would make different choices, or other issues.
Wording: ‘consider’, ‘The GDG suggests'.
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NICE [33]

Table A-4: Strength of recommendation NICE

Type of
recommendation

Description and features

Strong is made when the committee concludes that the benefits clearly outweigh the harms for most people and the
intervention is likely to be cost-effective, meaning the vast majority of practitioners and patients would choose
this intervention based on the evidence.

Weak is made when the balance between benefits and harms is closer and more uncertain, such that some people

would choose the intervention while others would not, reflecting greater variability in individual circumstances
and preferences.

In the GRADE approach, evidence is rated on a four-level scale (high, moderate, low, or very low) reflecting
the degree of confidence that the available research accurately reflects the true effect of an intervention.

Table A-5: Certainty of recommendation RANZCOG

Certainty Description and features
High further research is very unlikely to change our recommendation
Moderate further research may have an important impact on our confidence in the estimate of effect and may change
the strength of our recommendation.
Low further research is likely to have an important impact on our confidence in the estimate of effect and is likely
to change the recommendation.
Very low any estimate of effect is very uncertain and further research will probably change the recommendation.
AWMF[34]:

The recommendation expresses how strongly a certain medical action should be followed, based on weighing
its benefits and risks, using wording like “shall”, “should” or “can” to indicate different levels of obligation.

A statement, by contrast, simply presents a professional observation or piece of information without giving
a directive for action.

In a structured consensus process, authorised participants vote on the drafted statements and recommen-
dations, during which wording may be revised.

The strength of the consensus is then determined based on the number of participants involved.

Table A-6: Strength of recommendation AWMF

Symbolism Consensus strength Percentage agreement

+++ Strong consensus agreement among > 95% of participants
++ Consensus agreement among > 75-95% of participants
+ Majority consensus agreement among > 50-75% of participants
- No consensus agreement among < 50% of participants
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HSE [39]:

Table A-7: Strength and certainty of recommendation HSE

Grade of
recommendation

Clarity of
risk/benefit

Quality if supporting evidence

Implications

1A. Strong
recommendation,
high-quality
evidence

Benefits clearly outweigh
risk and burdens, or vice
versa

Consistent evidence from well-performed
randomised, controlled trials or over-
whelming evidence of some other form.
Further research is unlikely to change our
confidence in the estimate of benefit and risk

Strong recommendations can apply to
most patients in most circumstances
without reservation. Clinicians should
follow a strong recommendation unless
a clear and compelling rationale for an
alternative approach is present

1B. Strong
recommendation,
moderate-quality
evidence

Benefits clearly outweigh
risk and burdens, or vice
versa

Evidence from randomised, controlled trials
with important limitations (inconsistent
results, methodologic flaws, indirect or
imprecise), or very strong evidence from

some other research design. Further research

(if performed) is likely to have an impact on

our confidence in the estimate of benefit
and risk and may change the estimate

Strong recommendation and applies to
most patients. Clinicians should follow
a strong recommendation unless a
clear and compelling rationale for an
alternative approach is present

1C. Strong
recommendation,
low-quality
evidence

Benefits appear to
outweigh risk and burdens,
or vice versa

Evidence from observational studies,
unsystematic clinical experience, or from
randomised, controlled trials with serious
flaws. Any estimate of effect is uncertain

Strong recommendation that applies
to most patients. Some of the evidence
base supporting the recommendation
is, however, of low quality

2A. Weak
recommendation,
high-quality

Benefits closely balanced
with risks and burdens

Consistent evidence from well-performed
randomised, controlled trials or over-
whelming evidence of some other form.

Weak recommendation: best action
may differ depending on circumstances
or patients or societal values

recommendation,
moderate-quality

with risks and burdens,
some uncertainty in the

with important limitations (inconsistent
results, methodologic flaws, indirect or

evidence Further research is unlikely to change our
confidence in the estimate of benefit and risk
2B. Weak Benefits closely balanced | Evidence from randomised, controlled trials | Weak recommendation; alternative

approaches likely to be better for some
patients under some circumstances

risks and burdens

evidence estimates of benefits, risks imprecise), or very strong evidence from
and burdens some other research design. Further research
(if performed) is likely to have an impact on
our confidence in the estimate of benefit
and risk and may change the estimate
2C. Weak Uncertainty in the Evidence from observational studies, Very weak recommendation:
recommendation, | estimates of benefits, risks, | unsystematic clinical experience, or from other alternatives may be equally
low-quality and burdens; benefits may | randomised, controlled trials with serious reasonable
evidence be closely balanced with flaws. Any estimate of effect is uncertain

Best practice

A recommendation that is
sufficiently obvious that the
desirable effects outweigh
undesirable effects, despite
the absence of direct evi-
dence, such that the grading
of evidence is unnecessary

AIHTA | 2026
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Cultural Background

I 71,7%
I 132%
Bl 9,4%

M 57%

Austrian with no migrant background
Austrian with a migrant background
EU country

Multiple cultural backgrounds
Non-EU country 0,0%

Prefer not to say 0,0%
Other  0,0%

0% 20%  40% 60% 80%  100%

Figure A-1: Cultural Background

Highest Level of Education

University, University of Applied
Sciences

I 62,3%
I 24,5%

B 57%

Secondary school with the Matura
Other

Apprenticeship Wl 3,8%

Secondary school without the Matura | 1,9%
Compulsory schooling | 1,9%
Prefer not to say 0,0%

0% 20% 40% 60% 80% 100%

Figure A-3: Highest Level of Education

Symptoms Prior to Diagnosis

Severe menstrual pain
I 86,8%
I 73,6%
I 64,2%
I 60,4%
I 58,5%

others [ 20,8%

Infertility or an unfulfilled wish to o
conceive I 20,8%

Fatigue and exhaustion
Digestive problems
Psychological burden

Chronic lower abdominal pain

Pain during intercourse

0% 20% 40% 60% 80% 100%

Figure A-5: Symptoms Prior to Diagnosis
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. 92,5%

Employment Status

Working full-time IEE—— 34,0%
28 3%
. 18,9%
_— 14,0%

m 38%

m 3,8%

0,0%

0,0%

0,0%

0,0%

Working part-time

Other

In training

Unemployed or looking for work
Self-employed

On parental leave

Retired

Unpaid work

Prefer not to say

0% 20% 40% 60%  80%

Figure A-2: Employment Status

Current Treatment in Vienna

I 509%
I 17,0%

Bl 132%

M 75%

Private gynaecologist

Gynaecologist covered by public health
insurance (private practice)
No, | am not currently receiving
treatment for endometriosis

Endometriosis centre
Yes, in Vienna, Other Wl 3,8%
I do not wish to specify Wl 3,8%

Outpatient department (hospital) [l 3,8%

No, | am receiving treatment outside

9
Vienna 0,0%

University hospital 0,0%

0% 20% 40% 60% 80%

Figure A-4: Current Treatment in Vienna

Number of Doctors before Diagnosis

-4 [ 302%
I 226%
s I 226%
12 [ 226%

I 19%

More than 6

Prefer not to say

0% 20% 40% 60% 80%

Figure A-6: Number of Doctors before Diagnosis

100%

100%

100%
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Place of Diagnosis

Private gynaecological practice | 39,6%
Endometriosis
I 30.2%

centre/clinic/practice

Hospital (not a specialist centre) [ 17,0%
Other M 13,2%
Prefer not to say 0,0%
Not sure 0,0%

0% 20% 40% 60% 80% 100%

Figure A-7: Place of Diagnosis

A-Il Patient Survey Graphs

Next Steps were Clearly Discussed

No N S8 5%
Yes I 22.6%
Doesn't apply - 13,2%
Idon'tknow [l 3,8%
Prefer not to say I 1,9%

0% 20% 40% 60% 80% 100%

Figure A-9: Next Steps were Discussed

Internal Costs were Incurred

No - 11,3%

Prefer not to say 0,0%

0% 20% 40% 60% 80% 100%

Figure A-11: Internal Costs were Incurred
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Initial Investigations

uttrasound I 79,2%
naecological and/or
BV aeCOlOBICal AN O i 6,0%
vaginal physical examination
Blood tests [ 22,6%
diagnostic laparoscopy [ 17,0%
MR I 15.1%

oOther M 7,5%

0% 20% 40% 60% 80%  100%

Figure A-8: Initial Investigations

Referral to the Endometriosis Centre

I don't know I 1,9%

0% 20% 40% 60% 80% 100%

Figure A-10: Referral to Endometriosis Centre

Amount of Direct Costs

Over €5,000 NN 34,0%

€1,000-5,000 N 22,6%
€500-1,000 N 18,9%
€100-500 N 15,1%

Not specified Ml 7,5%

Under €100 0§ 1,9%

Prefer not to say 0,0%

0% 20% 40% 60% 80% 100%

Figure A-12: Amount of Direct Costs
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Taking the Desire to have Children into Account First-line Treatment
Hormonal treatment NN 58,5%
No, | do not wish to have children _ 39,6% Pain medication mmm— 18,9%
Surgery/laparoscopy mEE 9,4%
Yes, the desire to have children has _ 37.7% No treatment Bl 5,7%
. , 0 ’
been taken into account Other W 3,8%

Physiotherapy 1 1,9%
Alternative therapies 1 1,9%

| prefer not to say 0,0%
Rehabilitation/spa treatment 0,0%
Psychotherapie 0,0%

Yes, the desire to have children has
4 0
not been taken into account - 15,1%

Prefer not to say . 7,5%

0% 20% 40% 60% 80% 100% 0% 20% 40% 60% 80%  100%

Figure A-13: Taking the Destre to have Children into Account  Figure A-14: First-line Treatment

Additional Treatments Satisfaction with Current Treatment

Pain medication NN 38,7% Somewhat satisfied _ 43,4%
Physiotherapy GGG 54,7%
Psychological support IEEEEE—————— 50,9% Dissatisfied [N 24,5%
Alternative therapies IEEEEEGEGG— 49,1%
Hormonal treatment I 47,2% satisfied [N 15,1%
Surgery / Laparoscopy S 43,4% Very dissatisfied [l 7,5%
Other M 20,8%
Specialised pain management I 18,9% Very satisfied [l 7,5%
Rehabilitation / Spa treatment = 15,1%

No additional therapies 1 1,9% Prefernottosay [ 1,9%

0% 20% 40% 60% 80% 100% 0% 20% 40% 60% 80% 100%

Figure A-15: Additional Treatment Figure A-16; Satisfaction with Current Treatment

Provides Information on the Following Aspects

Combined treatment approaches

Self-help resources

Impact on / options for those wishing to have children
Side effects

Treatment options

Stage and extent of endometriosis

Chronic course of the condition

w
~N
[y
[
=y _ N

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

HYes HNo Not specified

Figure A-17: Provides Information in the Following Aspects
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Involved in Treatment Decisions

Informed about Endometriosis (Self-Assessment)

| completely agree NN 30,2% Good [N 472%
Somewhat agree/somewhat I
disagree I 245% very NN 32,1%
I tend to disagree [ 20,8% Average [ 17,0%
Itend to agree [ 17,0% Notatall | 1,9%
| completely disagree [l 7,5% Alittle | 1,9%
Prefer not to say 0,0% Prefer not to say 0,0%
0%  20%  40%  60%  80%  100% 0% 20% 40% 60% 80% 100%
Figure A-18: Involved in Treatment Decisions Figure A-19: Informed about Endometriosis
Impact on Areas of Life Complaints not Taken Seriously
Mental health N ©0,6% Very often I 3%
Sexlife NG 34,9% oOften NN 264%
Social relationships [ NN 53,0% Sometimes [l 7,5%
Cereer NN 71,7% No M 38%
e e € e 67,3% Prefernottosay  0,0%
family planning
Other [ 11,3% Rarely  0,0%
0% 20% 40% 60% 80% 100% 0% 20% 40% 60% 80% 100%
Figure A-20: Impact on Areas of Life Figure A-21: Complaints not Taken Sertously
Rating of Healthcare Provision
Reimbursement of treatment costs 2 15 22

Education and information 2

> 5 I

12

Availability of treatment options and waiting
times

Doctors’ understanding of the condition

Access to specialists 3 12
0%
W Poor

Very good [ Good M Neutral M Very Poor

Figure A-22: Rating of Healthcare Provision
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10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

o [ 15.1%

| don't know I 1,9%

0% 20% 40% 60% 80% 100%

Figure A-23: Not Recetve any Help
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A-lll

Area of Practice

Gynaecology (private practice) [N 54,0%
Gynaecology ("Kassenpraxis") _ 32,0%
Multiple settings [l 12,0%
Hospital - 12,0%
University hospital [l 10,0%

0% 20% 40% 60%  80% 100%

Figure A-24: Area of Practice

Patient Volume

No answer 0,0%

0% 20% 40% 60% 80% 100%

Figure A-26: Patient Volume

Structured Pathway for Suspected Endometriosis

Yes, established informally [ N R R :7.1%
No I 22.4%
Yes, set out in writing - 16,3%
Don'tknow [ 4,1%
No information provided 0,0%

0% 20% 40% 60% 80% 100%

Figure A-28: Structured Pathway for Endometriosis
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Healthcare Provider Survey Graphs

Part of Certified Endometriosis Centre

No answer I 2,0%

0% 20% 40% 60% 80% 100%

Figure A-25: Part of Endometriosis Centre

Available Services

Referrls R 55
Pelvic floor physiotherapy 11
Acupuncture  [IENITT 2 18
Sexual health counselling  [INNNEZ 137 14
Psychological/psychosomatic support 14
care for young people [ NNININEE &2
pain management. NN
Fertility counselling/treatments [ IE 153
Surgical treatment 8
Medication-based treatment | N R
Surgical diagnosis [IIFCHET 2500 o9

Diagnostic imaging (ultrasound) 47 1
Diagnostic imaging (MRI) 15
0% 20% 40% 60% 80% 100%

MW internal W External Not available/ no answer

Figure A-27: Available Service

Perceived Usefulness of the Guideline

Helpful I 51,0%
Very helpful [N 26,5%
Neutral [ 20,4%
Don'tknow [ 2,0%
No answer 0,0%
Not helpful 0,0%

Not very helpful 0,0%

0% 20% 40% 60% 80% 100%

Figure A-29: Perceived Usefulness of Guidelines
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Basis of the Structured Pathway

Individual clinical experience [N 34,7%
International guidelines and... I 24,5%
Il 102%

I 82%

W 82%

W 61%

B 41%

B 41%

No answer

No information provided

Internal discussion within the team
Other

Don't know

In-house standards

40% 80% 100%

0%  20% 60%

Figure A-30: Basis of Structured Pathway

Frequency of Transvaginal Ultrasounds

Routinely |  100,0%
No answer 0,0%
Never 0,0%
Rarely 0,0%
Occasionally 0,0%
Frequently 0,0%
0% 20% 40% 60% 80% 100%

Figure A-32: Frequency of Transvaginal Ultrasounds

Indications for Diagnostic Laparoscopy

We do not usually use this
for diagnostic purposes

To confirm a diagnosis in cases

- L 32,7%
of clinical suspicion

Where findings are unclear following
non-invasive diagnostic tests

Other

| ED

Routinely used for diagnosis 0,0%

0% 20% 40% 60% 80% 100%

Figure A-34: Indication for Diagnostic Laparoscopy

AIHTA | 2026

Diagnostic Procedures

Medical history and clinical
(gynaecological) examination

I 100,0%
I, 05,9%
I 612%
I 45.9%

Transvaginal ultrasound

MRI in cases of suspected deep
infiltrating endometriosis
Standardised pain scales

(e.g VAS,NRS)
diagnostic laparoscopy [N 33.3%
Biomarker (e.g. CA125) | 26,5%
others [l 6,1%
0% 20% 40% 60% 80% 100%
Figure A-31: Diagnostic Procedure
Working Diagnosis Without Laparoscopy
Frequently [NNNESB :0,3%
Routinely [NNNENEGGE 286%
Occasionally [ 184%
Rarely [ 12.2%
No answer 0,0%
Never  0,0%
0% 20% 40% 60% 80% 100%

Figure A-33: Working Diagnosis without Laparoscopy

Indications for MRI Scan

Suspected deep-seated endometriosis [ N 52
I 53,0%
I 04%

B :3%

B 09%

0,0%

Unclear ultrasound findings

Persistent symptoms despite
unremarkable initial diagnostic findings

For pre-operative planning
Other indications
Routinely for all patients

0% 50% 100%

Figure A-35: Indication for MRI Scan
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Use of Standardised Classification Systems
(rASRM/Enzian)

I 42,9%
I 204%
Il 184%

B 122%

B 41%

Routinely

Not applicable

Frequently

Depends on the case — occasionally
Rarely

No information provided | 2,0%

Never 0,0%

0% 20% 40% 60% 80% 100%

Figure A-36: Use of Standardised Classification System

Indication for Surgical Treatment

Persistent pain despite

conservative treatment _ 75,5%
Suspected deep infiltrating endometriosis _ 57,1%
Infertility or a wish to conceive _ 53,1%
I 53,1%
Histological confirmation in unclear cases _ 28,6%

patient request [ 22.4%

Lack of response to the first course of
hormone therapy after less than 6 weeks - 14,3%

other [l 82%

First-line approach without prior
conservative treatment

Ovarian endometrioma

| 20%

0% 20% 40% 60% 80% 100%

Figure A-38: Indication for Surgical Treatment

Interdisciplinary Collaboration
Reproductive medicine NN 55,3%
I 46,8%
I 38,3%
38,3%
38,3%
38,3%

Radiology

Physiotherapy

Psychotherapy/psychology I

Urology NN

Visceral surgery NG

Nutritional counselling NN 23,4%

I 23,4%

I 21,3%
Il 10,6%
Bl 35%

Pain medicine
Complementary medicine
Gastroenterology

Others

0% 20% 40% 60% 80% 100%

Figure A-40: Interdisciplinary Collaboration
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First-Line Treatment without a wish to conceive

I 531%
B 245%

M s2%

B 32%

B 41%

Progestogen-only

Combined hormonal contraceptives
Others

Analgesic therapy

GnRH analogues/antagonists

No answer | 2,0%

Surgical treatment 0,0%

0% 20% 40% 60% 80% 100%

Figure A-37: First-line Treatment without a wish to concetve

Sufficient Time to Decide on Treatment

No answer . 8,2%

0% 20% 40% 60% 80% 100%

Figure A-39: Sufficient Time for Treatment Decision

Sufficient Time to Decide on a Course of Treatment

Yes, informally as and when required [N NI  24,9%
Yes, on a regular, structured basis [l 30,6%
No [ 204%
Noanswer B 4,1%
Don't know

0,0%

0% 20% 40% 60% 80% 100%

Figure A-41: Sufficient Time to Decide on a Course of Treatment
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Management of Complex Cases

Referral to a specialist centre

In collaboration with specialist surgical

disciplines (e.g. colorectal surgery) _ 40,8%
Treatmer;LEgye(:;J;Z\;/anrtgn\’/‘r;:cological - 14,3%
No clearly defined care pathway 0,0%
Other 0,0%
0% 50%

Figure A-42: Management of Complex Cases

Preferred Strategy for those Wishing to have Children

Early referral/involvement of
reproductive medicine specialists
No standard approach
(highly case-dependent)
Combination of surgical and
reproductive medicine strategies

I 0,8%
B 224%
B 4%

B 43%

I 2%

Primary conservative approach
Other

Not specified 0,0%

Primary surgical treatment 0,0%

0% 50%

Figure A-44: Preferred Strategy for those Wishing to have Children

Structural Barriers

I 432%
I <0.9%
B 336
B 3%
B 3%
B 3%
B >

B k6%

B o

0% 20%

Lack of time in day-to-day
clinical practice

Long waiting times

Limited surgical capacity

Limited clinical experience with
complex cases of endometriosis

Lack of clear referral pathways

Lack of multidisciplinary collaboration

Limited availability of
specialised imaging

Lack of knowledge of guidelines
Other

40% 60%

Figure A-46: Structural Barriers
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80%

I 75 5%

100%

100%

100%

Fertility-Related Advice/Referral

I 714%
I 236%

Always

Most of the time
No answer 0,0%
Never 0,0%
Rarely 0,0%

0% 20% 40% 60% 80% 100%

Figure A-43: Fertility-related Referral

Management of Adolescent Patients
I s
| EEA

| TER

B 32

No information provided I 4,1%

Yes, tailored treatment
and/or referral

No, treatment is the same
as for adults

No adolescent female patients
are treated

Specific referral;
treatment remains the same

0% 20% 40% 60% 80%  100%

Figure A-45: Management of Adolescent Patients

Discrepancies between Guidelines and Practice

Multidisciplinary collaboration _ 43,5%
I /3%
I 7.0%
I 8%
B o
B k0%

Drug therapy I 2,2%

Diagnostics
(e.g. imaging, classification)

Aftercare/long-term care

Surgical treatment

Shared decision-making/
patient information

Other

0% 20% 40% 60% 80%  100%

Figure A-47: Discrepancies between Guidelines and Practice
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Improvement Measures

More certified endometriosis centres [ N R NN 53.3%
Improved training and continuing professional development [ N B /7, 9%
Better interdisciplinary collaboration | NG 39,6%
More time per consultation [ NI 33,3%
Standardised referral pathways [ I 25,0%
Mandatory implementation of guidelines || NIl 188%
Other [ 104%

0% 20% 40% 60% 80% 100%

Figure A-48: Improvement Measures

A-IV  Surveys

Patient Survey (German Version)
Personliche Angaben

1. Wie alt sind Sie? Jahre

2. Welchen kulturellen Hintergrund haben Sie?

Osterreichisch ohne Migrationshintergrund
Osterreichisch mit Migrationshintergrund
EU-Land

Nicht-EU-Land

Mehrere kulturelle Hintergriinde

Andere:

Mochte ich nicht angeben

OoOoOooood

3. Sind Sie derzeit hauptséchlich ...?

O Vollzeit berufstitig (mind. 35 Stunden/Woche und mehr)

[0 Teilzeit berufstiatig (weniger als 35 Stunden/Woche)

O Selbstindig

[0 in Ausbildung (Schule, Lehre, Studium oder Ahnliches)

O in Elternkarenz

[0 arbeitslos bzw. auf Arbeitssuche

OO unbezahlte Arbeit (Haushalt, Kinderbetreuung und/oder Pflege von Angehorigen)
O in Pension

O Anderes:

O

mochte ich nicht angeben

4. Was ist Ihr hochster Bildungsabschluss?
Pflichtschule

Lehre

weiterfithrende Schule ohne Matura
weiterfithrende Schule mit Matura

oooao
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O Universitidt, Fachhochschule
O Sonstige:

[0 mochte ich nicht angeben

Diagnose und Behandlung

S.  Werden Sie derzeit wegen Ihrer Endometriose in Wien behandelt?
Nein,ich bin aktuell nicht in Behandlung fiir Endometriose
Ja, in Wien:

Kassen-Gynikolog:in (niedergelassene Praxis)
Privat-Gynikolog:in

Ambulanz (Krankenhaus)
Endometriose-Zentrum, und zwar:

Universitiatsklinik
Sonstiges:

Nein, ich bin auferhalb von Wien in Behandlung

OoOoooOoOoooaa

Mochte ich nicht angeben

6. Wie lange hat es gedauert, von Thren ersten Symptomen, bis Sie eine Endometriose Diagnose
erhielten? Jahre

7. Welche Beschwerden hatten sie vor der Diagnose?
Schmerzen beim Geschlechtsverkehr

Starke Regelschmerzen
Unfruchtbarkeit/unerfiillter Kinderwunsch
Chronische Unterbauchschmerzen
Verdauungsprobleme
Miidigkeit/Erschopfung

Psychische Belastung

Andere:

Mochte ich nicht angeben

OOo0O0OoO0OoOOo0OO

8. Bei wie vielen Arzt:innen oder medizinischen Einrichtungen waren Sie,
bevor Thre Endometriose diagnostiziert wurde?

O 1-2

O 34

O s-6

O Mehrals6

[0 Mochte ich nicht angeben

9. Wo wurde die Diagnose ,Endometriose® gestellt?
Niedergelassene gynidkologische Praxis
Endometriose-Zentrum/Klinik/Praxis

Sonstiges:

O
O
[0 Krankenhaus (kein spezialisiertes Zentrum)
O
O Bin mir nicht sicher

[0 Mochte ich nicht angeben

10. Welche Untersuchungen wurden als erstes bei Thnen gemacht? (Mehrfachauswahl maoglich)

O Ultraschall
O MRT
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11.

12.

13.

14.

Laparoskopie (Spiegelung der Bauchhohle)

Korperliche Untersuchung (gynéikologischer/vaginale Untersuchung)
Bluttests

Andere:

Mochte ich nicht angeben

OoooOooao

Wenn Ihre ersten Qntersuchungen unauffillig waren, die Beschwerden aber anhielten:
Hat Ihr Arzt/Thre Arztin das weitere Vorgehen klar mit Thnen besprochen?

Ja

Nein

Weif ich nicht

Trifft nicht zu

Mochte ich nicht angeben

ooooag

Wenn Endometriose diagnostiziert bzw. vermutet wurde, wurden Sie an ein spezialisiertes
Endometriose-Zentrum tiberwiesen?

o Ja

o Nein

o WeiB ich nicht

Gab es Zeiten, in denen Sie mit Beschwerden keine Hilfe bekommen haben?
O Ja, weil:

0 Nein

[0 Mochte ich nicht angeben

O

Sind Thnen im Zusammenhang mit Ihrer Endometriose-Diagnose oder Behandlung
personliche Kosten entstanden, die nicht von der Krankenversicherung tibernommen wurden?
Falls ja: In welchen Bereichen sind Kosten entstanden?

O Ja, und zwar fiir:

O Nein

O Mochte ich nicht angeben

14a Falls ja, Wie hoch schitzen Sie Ihre Eigenkosten insgesamt

15.

16.

(Behandlungen, Medikamente, Laboruntersuchungen, etc.)?
Unter 100 €

100-500 €

500-1.000 €

1.000-5.000 €

Uber 5.000 €

Mochte ich nicht angeben

OooOoooag

Hatten oder haben Sie einen Kinderwunsch, und wurde dieser bei Ihrer Behandlung beriicksichtigt?
O Ja, ich hatte/habe einen Kinderwunsch, und dieser wurde beriicksichtigt

O Ja, ich hatte/habe einen Kinderwunsch, aber dieser wurde nicht beriicksichtigt

O Nein, ich hatte/habe keinen Kinderwunsch

O Keine Angabe

Welche Behandlung haben Sie als erstes erhalten? (bitte nur eine Option auswihlen)

O Schmerzmedikamente
O Hormonelle Behandlung (Pille/Gestagene/GnRH-Analoga)
[0 Operation/Bauchspiegelung
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17.

18.

O0O0O0O0OD0O € 0D000o0oo0oo0ooooOD0D € ooooooao

Alternative Therapien (z. B. Akupunktur)
Psychotherapie

Physiotherapie

Reha/Kur

Andere:

Keine Behandlung

Mochte ich nicht angeben

elche Behandlungenhaben Sie zusétzlich bereits ausprobiert? (Mehrfachauswahl moglich

Schmerzmedikamente

Hormonelle Behandlung (Pille/Gestagene/GnRH-Analoga)
Operation/ Bauchspiegelung

Alternative Therapien (z.B. Akupunktur)

Physiotherapie

Reha/Kur

Spezielle Schmerztherapie

Psychologische Unterstiitzung

Anderes:

Keine Therapie
Mochte ich nicht angeben

ie zufrieden sind Sie mit Ihrer aktuellen Behandlung?

Sehr zufrieden

Zufrieden

Teilweise zufrieden
Unzufrieden

Sehr unzufrieden

Mochte ich nicht angeben

Informationsstand und Aufklarung

19. Wurden Sie tiber folgende Aspekte informiert?

Mochte ich
Ja Nein nicht angeben
Chronischer Verlauf der Erkrankung O O O
Stadium und Ausmaf} der Endometriose O O O
Behandlungsmoglichkeiten O O O
Nebenwirkungen O O O
Einfluss auf und Optionen bei Kinderwunsch O O O
Selbsthilfeangebote O O O
Kombinierte Behandlungsansitze (z. B Physiotherapie, etc) O O O

20. Ich hatte das Gefiihl, in die Entscheidung tiber meine Behandlung eingebunden zu sein.

oooood

Stimme voll zu

Stimme eher zu

Teils/teils

Stimme eher nicht zu
Stimme tiberhaupt nicht zu
Mochte ich nicht angeben
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21. Wie gut fithlen Sie sich iiber Endometriose informiert?
Sehr

Gut

MittelmiBig

Wenig

Gar nicht

Mochte ich nicht angeben

Ooooooano

22. Was hitte bei der Information tiber die Krankheit und Ihrer Einbindung in Entscheidungen
zur Therapie besser laufen konnen? Beschreiben Sie bitte kurz, wie der Informations- und
Involvierungsprozess Ihrer Meinung nach besser ablaufen kann, oder machen Sie ein X,
wenn Sie diese Frage iiberspringen wollen:

Psychosoziale Auswirkungen:

23. Hat die Endometriose Auswirkungen auf folgende Lebensbereiche? (Mehrfachauswahl moglich)
Berufliche Karriere

Soziale Beziechungen

Kinderwunsch/Familienplanung

Sexualleben

Psychische Gesundheit

Andere:

Mochte ich nicht angeben

ooOooood

24. Hatten Sie jemals das Gefiihl, dass Ihre Beschwerden von medizinischem Fachpersonal
nicht ausreichend ernst genommen wurden?

Nein

Sehr oft

Oft

Manchmal

Selten

Mochte ich nicht angeben

OOoOOooOooO

Erfahrungen und Verbesserungspotenziale
25. Was waren Thre grofiten Herausforderungen im Umgang mit Endometriose?
(Bitte beschreiben Sie ausfiihrlich):

26. Was lduft bereits gut in der Versorgung? Bitte beschreiben Sie Aspekte, die Sie positiv erleben:

27. Bewerten Sie folgende Aspekte der Versorgung (1 = sehr gut, S = sehr schlecht):

Aspekt Bewertung (1-5)

Zuginglichkeit von Spezialist:innen O

Verstindnis der Erkrankung bei Arzt:innen

Verfiigbarkeit von Behandlungsoptionen und Wartezeiten

Aufkldrung und Information

Psychosoziale Unterstiitzung

Ooog|jojo

Kostenerstattung fiir Behandlungen

Gibt es noch etwas, das Sie uns gerne mitteilen wiirden, das noch nicht gefragt wurde?:
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Healthcare Provider Survey (German Version)

1. Allgemeine Angaben zur Einrichtung & Praxis

In welchem Bereich sind Sie iiberwiegend titig?
Gynikologie (Privatpraxis)

Gynikologie (Kassenpraxis)

Krankenhaus

Universitatsklinik

Tatigkeit in mehreren Settings, bitte angeben:

ooOooooog

Keine Angabe

2. Sind Sie Teil eines zertifizierten Endometriose Zentrums?
O Ja
O Nein
O Keine Angabe

3. Wie viele Patient:innen mit Verdacht auf oder diagnostizierter Endometriose
sehen Sie durchschnittlich pro Monat?
O o0-5
O 6-15
O >15
O Keine Angabe

4. Welche der folgenden Leistungen sind in Threr Einrichtung verfiigbar — entweder als
eigenes Angebot oder im Rahmen einer multidiszipliniren Zusammenarbeit? (Mehrfachauswahl)

Leistung Intern Extern Nicht verfiigbar
Bildgebende Diagnostik O O O

Operative Diagnostik

Medikamentose Therapie

Operative Therapie

Kinderwunschberatung/Behandlungen

Schmerzmedizin

Versorgung von Jugendlichen

Psychologische/psychosomatische Betreuung

Sexualmedizinische Beratung

Akupunktur

Beckenbodenphysiotherapie

Oooojojo|joojojojo|o
ogjojojojogojojojo|ag
Oooio|jojojoo|jojojo|o

Uberweisung

Diagnostische Praxis

5. Gibt es in Ihrer Einrichtung einen strukturierten Ablauf bei Verdacht auf Endometriose?
Ja, schriftlich festgelegt

Ja, informell etabliert

Nein

Wei nicht

Keine Angabe

OoooOooao

Sa. Wenn ja, worauf basiert dieser Ablauf?
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Interne hauseigene Standards

Internationale Leitlinien-Empfehlungen, bitte angeben welche:
Individuelle klinische Erfahrung

Interner Austausch im Team

Sonstiges:

Weif nicht

Keine Angabe

ooOooooog

6. Empfinden Sie die Endometriose-Leitlinie als hilfreich bei der Diagnostik und Behandlung
von Endometriosepatient:innen?

Sehr hilfreich

Hilfreich

Neutral

Wenig hilfreich

Nicht hilfreich

Kenne ich nicht

oooooaod

Keine Angabe
7. Welche Symptome bzw. Symptombereiche kliren Sie bei Verdacht auf Endometriose ab?

8.  Welche diagnostischen Verfahren setzen Sie bei Verdacht auf Endometriose typischerweise ein?
(Mehrfachauswahl moglich, bitte beriicksichtigen Sie sowohl Leistungen im eigenen Setting als
auch solche, die tiber Weitertiberweisung erfolgen)

Anamnese und klinische (gynédkologische) Untersuchung

Transvaginaler Ultraschall

MRT bei Verdacht auf tiefe infiltrierende Endometriose

Diagnostische Laparoskopie

Biomarker (z.B CA125)

Standardisierte Schmerzskalen (z.B. VAS,NRS)

Sonstige:

OoOoooOooOooan

Keine Angabe

9. Wie hiufig setzen Sie bei Verdacht auf Endometriose zur Erstdiagnostik einen transvaginalen
Ultraschall ein? (Bitte berticksichtigen Sie sowohl Untersuchungen im eigenen Setting als auch
iiber Weiteriiberweisung)

RoutinemiBig

Hiufig

Gelegentlich

Selten

Nie

Keine Angabe

oOooood

10. Wie hiufig wird in ihrem Setting die Arbeitsdiagnose Endometriose
ohne vorherige diagnostische Laparoskopie gestellt?

RoutinemiBig

Hiufig

Gelegentlich

Selten

Nie

Keine Angabe

oOooood
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11. Unter welchen Umstinden wird in Threm Setting typischerweise eine diagnostische Laparoskopie
bei Verdacht auf Endometriose erwogen? (Mehrfachauswahl)

12.

13.

oooood

RoutinemiBig zur Diagnosestellung

Bei Unklarem Befund nach nicht-invasiver Diagnostik
Zur diagnostischen Sicherung bei klinischem Verdacht
Wird von uns in der Regel nicht zur Diagnostik eingesetzt
Andere:

keine Angabe

Unter welchen Umstidnden veranlassen sie typischerweise eine MRT-Untersuchung?
(Mehrfachauswahl)

OoOooood

Verdacht auf tiefe infiltrierende Endometriose

Unklarer Ultraschall Befund

Andauernde Symptomatik trotz unauffilliger Erstdiagnostik
Zur priaoperativen Planung

RoutinemiBig bei allen Patient:innen

Andere Indikationen:

Keine Angabe

Wenn Operation: Wie hiufig wird bei operativ behandelten Endometriosefillen
eine standardisierte Klassifikation dokumentiert (z. B. rASRM oder #Enzian)

OoOoOooood

RoutinemiBig

Haufig

Fallabhingig-gelegentlich

Selten

Nie

Nicht zutreffend (keine operative Tatigkeit)
Keine Angabe

14. Welche Kompetenzen wiren aus Ihrer Sicht fiir eine qualitativ hochwertige Diagnostik
besonders wichtig?

Therapie

15. Welche Therapieoption setzen Sie bei/nach Erstdiagnose symptomatischer Endometriose
ohne akuten Kinderwunsch am héufigsten ein?

16.

ooooooog

Kombinierte hormonelle Kontrazeptiva
Reine Gestagenpriparate
GnRH-Analoga/-Antagonisten
Analgetische Therapie

Operative Therapie

Andere:

Keine Angabe

Unter welchen Umstidnden wird in Threm Setting typischerweise eine operative Therapie
der Endometriose erwogen? (Mehrfachauswahl)

oooOooao

Anhaltende Schmerzen trotz konservativer Therapie

Erstdiagnose einer Endometriose ohne vorherige konservative Therapie

Verdacht auf tiefe infiltrierende Endometriose bzw. Organbeteiligung

Ovarielle Raumforderung /Endometriom

Ausbleibendes Ansprechen auf die erste hormonelle Therapie nach weniger als 6 Wochen
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OoooOooao

Infertilitat/Kinderwunsch

Auf Wunsch der Patientin

Zur histologischen Diagnosesicherung bei unklarem Befund
Anderes:

Keine Angabe

17. Wie viel Zeit (in Minuten) Zeit steht IThnen durchschnittlich zur Verfiigung, um eine
gemeinsame Therapieentscheidung mit der Patientin zu treffen? Minuten

17.aErachten Sie diesen Zeitrahmen als ausreichend?

a
a
|

Ja
Nein
Keine Angabe

Mulitidisziplindre Versorgung

18. Besteht in Ihrem Setting eine strukturierte interdisziplindre Zusammenarbeit bei Endometriose?

OoooOooao

Ja, regelmiBig strukturiert
Ja, informell bei Bedarf
Nein

Weif nicht

Keine Angabe

19. Falls ja: Mit welchen Disziplinen arbeiten Sie im Rahmen der Endometrioseversorgung
regelmifig zusammen? (Mehrfachauswahl)

OOo0O0O0oO0OoOoOooood

Viszeralchirurgie
Urologie
Schmerzmedizin
Radiologie
Gastroenterologie
Reproduktionsmedizin
Psychotherapie/Psychologie
Physiotherapie
Erndhrungsberatung
Komplementidremedizin
Sonstige:

Keine Angabe

20. Wie werden komplexe Fille (z. B. Darm- oder Blasenbeteiligung) in Ihrer Einrichtung
typischerweise versorgt? (Mehrfachauswahl)

oooood

Behandlung durch eigene gynikologische Chirurgie

In Zusammenarbeit mit spezialisierten chirurgischen Disziplinen (z.B. kolorektale Chirurgie)
Uberweisung an spezialisiertes Zentrum

Kein klar definierter Versorgungspfad

Andere:

Keine Angabe
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Fertilitat

21. Bei Patientinnen mit Endometriose und Kinderwunsch erfolgt eine fertilititsbezogene Beratung
oder gezielte Weiterleitung.

oOoooao

Immer
Meistens
Selten

Nie

Keine Angabe

22. Welches Vorgehen entspricht am ehesten Ihrer bevorzugten Strategie bei Patientinnen
mit Endometriose und aktuellem Kinderwunsch?

23.

OoOooooOood

Primér operative Therapie

Primér konservatives Vorgehen

Frithzeitige Uberweisung/Einbindung der Reproduktionsmedizin
Kombination aus operativer und reproduktionsmedizinischer Strategie
Kein einheitliches Vorgehen (stark fallabhingig)

Andere:

Keine Angabe

Erhalten adoleszente Patientinnen mit Endometriose in Ihrer Einrichtung
eine von erwachsenen Patientinnen abweichende Behandlung oder Weiterleitung?

a
a
a
a

Ja, es erfolgt grundsétzlich eine angepasste Behandlung und/oder spezifische Weiterleitung
Nein, die Behandlung entspricht der bei erwachsenen Patientinnen

Eine spezifische Weiterleitung erfolgt, die Behandlung bleibt jedoch gleich

Es werden keine adoleszenten Patientinnen behandelt

Versorgungsstruktur und Rahmenbedingungen

24. Wo sehen Sie strukturelle Hiirden fiir eine leitliniengerechte Diagnostik und Therapie
von Endometriose in Threm Setting? (Mehrfachauswahl)

25.

OO0O0OO0OO0Oo0nO

Lange Wartezeiten

Eingeschrinkte Verfiigbarkeit spezialisierter Bildgebung
Eingeschrinkte OP-Kapazititen

Fehlende multidisziplinidre Zusammenarbeit

Fehlende klare Uberweisungspfade

Mangelnde Kenntnis von Leitlinien

Begrenzte klinische Erfahrung mit komplexen Endometriosefillen
Zeitmangel im Kklinischen Alltag

Sonstiges:

Keine Angabe

In welchen Bereichen der Endometrioseverorgung sehen Sie die grofiten Diskrepanzen zwischen
leitliniengerechten Empfehlungen und praktischer Umsetzbarkeit in Wien? (Mehrfachauswahl)

OOO0OO0oOogo

Diagnostik (z.B. Bildgebung, Klassifikation)
Medikamentose Therapie

Operative Therapie

Multidisziplindre Zusammenarbeit

Shared Decision-Making/Patient:inneninformation
Nachsorge/Langzeitbetreuung

Andere:

Keine Angabe
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26. Welche Mafinahmen wiirden aus Threr Sicht die Endometrioseversorgung in Wien am stirksten
verbessern? (Mehrfachauswahl)

Einheitliche Uberweisungspfade

Mehr zertifizierte Endometriosezentren

Bessere interdisziplindre Vernetzung

Mehr Zeit pro Konsultation

Verpflichtende Leitlinienimplementierung

Verbesserte Aus- und Weiterbildung

Andere:

Keine Angabe

OOoO0ooooOooOo

27. Gibt es aus Ihrer Sicht spezifische Besonderheiten des Versorgungssystems,
die die Diagnostik und Therapie von Endometriose beeinflussen?

28. Wo sehen Sie den grofiten Verbesserungsbedarf an der Endometrioseversorgung in Wien?

29. Gibt es von Ihrer Seite noch Anmerkungen oder Hinweise zur Endometriosversorgung,
die Sie uns gerne mitteilen wiirden?
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