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Highlights

What are the main findings?

• Patients, social networks, and healthcare providers require comprehensive, life-stage-
specific information on endometriosis, including disease progression, treatment and
psychosocial support options, plus legal/financial guidance.

• Participatory workshops identified critical gaps in currently available information
material, emphasizing the need for clear, empathetic, and evidence-based content
tailored to diverse audiences (patients, their social networks and healthcare providers).

What are the implications of the main findings?

• A centralized, co-created information ecosystem with modular, updatable digital
platforms could address information gaps, improving endometriosis literacy, trust,
and care coordination.

• Integrating patient expertise into resource development enhances relevance and trust,
providing a transferable framework for other chronic conditions.

Abstract

Background/Objectives: Endometriosis affects ~10% of women, causing chronic pain,
reduced quality of life, and, often, infertility. As endometriosis literacy and awareness
are low in society and among health care providers (HCPs), patients are often on their
own. The aim of this study was to identify information needs of patients, their social
networks and HCPs based on the perspective of the patients as experts. Methods: Four
participatory workshops (two online, two in-person) with 45 Austrian women (ages 20–50)
diagnosed with endometriosis were conducted. Using pinboards for target groups (pa-
tients, partners/social networks, HCPs) and reviews of existing materials, we explored
gaps and co-created ideas for information material and dissemination. Results: Partici-
pants emphasized the need for comprehensive, up-to-date, evidence-based information
on disease progression, multimodal treatment options, and life-stage-specific topics such
as fertility, surgical aftercare, or menopause. The necessity of legal and financial guidance
(e.g., disability rights or prescription fee exemptions) was highlighted, alongside clear
pathways to specialized care. Some of the existing materials or contents were criticized as
outdated, inconsistent, or difficult to read. For their social networks, participants requested
simple, empathetic materials explaining disease chronicity, intimacy/fertility challenges,
and practical support during pain episodes. HCPs were urged to update clinical knowl-
edge, proactively address symptoms, validate pain experiences, and be transparent about
treatment side effects and psychosocial burdens. Conclusions: A centralized, co-created,
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and easily accessible information ecosystem could support patient autonomy, improve
trust, and reduce diagnostic delays. Strengthening self-help groups and life-stage-tailored
information are critical to improving self-management and mitigating endometriosis’s
socioeconomic impact.

Keywords: endometriosis; information needs; chronic diseases; women’s health;
participatory workshops

1. Introduction
Endometriosis is a chronic and inflammatory disease that is characterized by

endometrial-like tissue growing in other parts of the body, outside of the uterus [1]. It
affects around 10% (190 million) of women and girls of childbearing age worldwide [2],
with the number potentially higher due to underreporting or remaining undiagnosed [3].
Endometriosis is associated with chronic pelvic pain, severe pain during periods, pain-
related problems during sexual intercourse, painful bowel movements and/or urination,
bloating, nausea, fatigue, and, sometimes, depression, anxiety, as well as infertility [4]. Due
to their severity and variety, the symptoms can have a negative impact on all areas of life
(social life, relationships, work, school) [5].

Women living with endometriosis thus often face a significantly reduced quality of life,
higher rates of depression, and strained intimate relationships. Their medical condition can
also limit their ability to engage in daily and social activities, leading to loss of productivity
and consequently income. Furthermore, endometriosis imposes substantial direct and
indirect healthcare costs [6–8]. Research also highlights a stronger association between
endometriosis and complications during pregnancy and childbirth [9–11].

Despite its prevalence, there is still a marked diagnostic delay. Depending on the
geographical region [12,13], the timespan between symptoms and diagnosis varies between
less than a year and 12 years [1,7,12–16]. This is due to the large variety of symptoms [16]
and stigmatization of menstrual health, but also to partly limited information about the
disease on a societal level [17], among medical personnel, and those affected.

Some women are unaware that menstrual pain is treatable [18] and that excessive pain
is not normal. On average, patients seek treatment 2.3 years after the first symptoms [14],
and need around seven visits to their primary healthcare provider (HCP) before being
referred to specialists [12]. In addition, the brief time slots for HCP visits might hinder
adequate assessment [19], and even the regular checks at gynecologists often do not
systematically address endometriosis symptoms [20]. Specialized endometriosis centers
exist in some countries but are unevenly distributed and difficult to access without a referral.
As a result, early detection and consistent treatment remain challenging despite formal
access to care [18]. This may be the reason why 3/4 report at least one misdiagnosis [14],
and studies highlight a lack of information given by HCPs on the impact of endometriosis
on intimate relationships [21], choice of therapy, dealing with pain, and the desire to have
children [22].

Information thus plays a crucial role in decision-making and doctor–patient commu-
nication, but also in coping with the disease and engaging in self-management. Many
affected individuals even report that they obtain information from influencers because they
feel that this is the only source of information that is realistic and relevant to their lives [23].
Thus, low-threshold, evidence-based information on endometriosis is needed to empower
those affected as patients, their social network, and caregivers. To best target and cover
these information needs, the participation of patients is recommended [5]. This is especially
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relevant as the current knowledge on information needs of women with endometriosis
mainly refers to medical topics [24] or only to information needs of patients, excluding
their social networks, or HCPs.

Therefore, this paper aims to cover information needs holistically. Via participatory
research, it investigates the patients’ suggestions regarding information for themselves,
their social networks, and their medical caregivers. Involving women with endometriosis
in the research process allows for uncovering unmet (information) needs and creates a
space where they can share ideas for improved support. Involving them in the research
process recognizes their expertise and experience. This can help to reduce stigma, raise
awareness of the condition and improve the quality of care and support for women with
endometriosis [24,25].

2. Materials and Methods
The study was conducted in Austria, where the average time from suspicion to

diagnosis is currently 6.6 years [26]. Specialized endometriosis care is beginning to become
available, but only in larger cities and without any established quality control measures in
place. Self-help groups are highly active, and there has been a public media campaign on
endometriosis to inform society regarding the existence of the disease, making it the ideal
region for discussing information needs.

As described above, we opted for a participatory research approach. Participatory
research serves as an overarching concept encompassing methods, frameworks, and princi-
ples that actively involve individuals with lived experience in the research process. This
shifts the focus from researching about communities to researching alongside them, ensur-
ing their voices and perspectives shape the process [27]. Participatory research approaches
like co-creation with patients can also promote acceptance of health promotion and health
information [28].

Therefore, we chose co-creative workshops as a method to best elicit and integrate
the perspectives and life realities of the participants. Our approach thus aligns with the
interpretive paradigm (subjective, but status-quo-oriented), focusing on actors’ subjective
constructions of their current realities, while its participative design also allows for radical
humanist elements (subjective, but focusing on societal and structural change) by reflecting
on empowerment and power dynamics [29].

2.1. Participant Recruitment and Study Preparation

The study was approved by the Research Committee for Scientific and Ethical Ques-
tions (RCSEQ) of UMIT TIROL—Private University for Health Sciences and Health Tech-
nology (Nr. 3288). We conducted four 4 h workshops (two online, two in person—one
in the western and one in the eastern part of Austria) with 10–15 participants each. By
providing the workshops as online and on-site sessions in different parts of the country and
offering free childcare during the workshops in presence, participation was low-threshold.
We selected the workshop locations based on accessibility and suitability, opting for hotels
or public spaces with appropriate meeting facilities that were rented specifically for the
event. Moreover, participants received EUR 100 as compensation for their participation
based on the recommendation of the funder [30].

Participants were recruited via social media channels of the funder, a health-focused
university (affiliation of the authors), personal contacts, the project website, announcements
at gynecologists and specialists for endometriosis, a public conference on open innovation
in science, self-help groups and an endometriosis association (Verein Endometriose Öster-
reich). They had to be available for one of the workshops and prepare for discussion in
advance by screening four brochures on endometriosis (details below). They received these
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four brochures via email, together with details regarding the workshop location, informed
consent, and payment information.

The brochures were retrieved via a Google online search, as this would also be the
common way someone affected by endometriosis would do their information seeking.
On the first 15 result pages, we found 20 brochures, flyers or information material on
endometriosis in German for non-medical staff. We then excluded six brochures that
consisted of only one or two pages. The remaining 14 brochures (overview in Table A1 in the
Appendix A) were reviewed within the team to assess their suitability as discussion material
for the workshops. Eight brochures were ultimately selected for use in the workshops.
In each workshop, four brochures were reviewed. The same set of four brochures was
discussed in two workshops, ensuring that each brochure was addressed twice in the
workshop series. Length, depth, and publisher of the included materials varied, which
made a fair distribution of preparation time possible.

The study participants were 45 Austrian women aged between 20 and 50 years with a
self-reported diagnosis of endometriosis. The number of participants per workshop was
chosen to enable in-depth, participatory discussions. This approach is supported by the
concept of information power [31], given the specificity of the sample and the thematic
consistency observed across all workshops. At the time of the study, the participating
women had been diagnosed with endometriosis between six months and 18 years prior
(Table 1).

Table 1. Participant characteristics.

Number of Participants Registered: 50 Attended: 45

Age distribution 20–50 years

Time since diagnosis 6 months–18 years

On-site Workshop 1:
Location: Innsbruck, Tyrol (western part of Austria); many
participants recruited via self-help group in Tyrol.
Number of participants: 7

On-site Workshop 2:

Location: Vienna (eastern part of Austria); participants
came from Vienna, Lower Austria, Styria and Burgenland;
many of them were recruited via channels of
Endometriosis Association.
Number of participants: 11

Online Workshop 1: Participants from different regions in Austria.
Number of participants: 15

Online Workshop 2:
Many participants recruited via self-help group in Styria
(south-eastern region).
Number of participants: 12

2.2. Workshop Outline

The workshops were used as a co-structured space to discuss the information needs
from the patients’ perspective and to discuss what partners, families, other important
people, and medical staff should know about endometriosis. After (1) a round of introduc-
tions, repeating project information and checking informed consent, the participants were
(2) presented with quotes from other women with endometriosis available in the literature,
describing their experiences with the disease and the path to diagnosis. The participants
were asked to select quotes that they felt were relevant to them and to elaborate on their
own experiences based on these quotes. This approach was chosen as a start into the topic
and to create a personal environment where participants felt psychologically safe.
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Then, (3) four pinboards were set up around the room for the respective informa-
tion target groups: “Myself,” “Partner,” “Environment—Friends, Workplace,” and “Medical
Staff.” The participants were free to add their own content (i.e., information needs) to the
pinboards. After the free collection of topics, these were discussed in the group and elabo-
rated on in more detail. After a break with refreshments, we (4) discussed four existing
endometriosis information brochures per workshop (eight in total; length, thematic focus,
and publisher varied) and their advantages and disadvantages to develop specific ideas for
their improvement and discuss (better) dissemination strategies and necessary changes in
the healthcare system.

To protect the open discussion atmosphere and to reduce inhibitions, we decided not
to record the workshops. The workshops were moderated by two or three members of the
project team. This gave one person the opportunity to fully concentrate on moderation
while the others took extensive notes, pictures of finished flipcharts and pinboards, and
assisted with organizational issues. None of the researchers or moderators had a prior
relationship with the participants, nor did any team member have personal experience with
endometriosis, to avoid bias. After each workshop, the team conducted structured debrief-
ings to reflect on both the content (e.g., consistency in data collection, emerging themes)
and the emotional impact of engaging with participants’ experiences. These discussions
allowed us to critically assess our facilitation techniques and analytical interpretations.

2.3. Data Analysis

To systematically analyze the data, we employed a participatory thematic analysis
approach, integrating both in situ clustering with the participants in the workshops and
post-workshop refinement by the project team.

During the workshops, participants contributed to four themed pinboards represent-
ing key target groups: “Myself,” “Partner,” “Environment—Friends, Workplace,” and “Medical
Staff.” This open-ended format allowed participants to freely identify and prioritize in-
formational needs without predefined constraints. After the initial collection of ideas,
the group collaboratively discussed, refined, and clustered the content. The pinboards
representing the target groups (patients [myself ], social networks [partner, environment],
HCPs [medical staff ]) served as predefined overarching themes. The subcategories emerged
organically from the participatory discussions within each target group. For the brochure
review, we deliberately did not establish predefined criteria or guidelines. Imposing such
standards would have directed participants’ feedback in a specific way, whereas our goal
was to center patients as experts in identifying their own informational needs. Again, the
participants discussed and clustered the content from the discussions on flipcharts and
pinboards, assisted by project team members in case required. The in-workshop clustering
served as an early form of member checking, as participants collectively agreed on the
relevance of themes. No coding software was employed, as the clustering process was
participatory and conducted during the workshops with the participants. After the work-
shops, NL and EN cross-referenced findings across pinboard and flipchart content, field
notes, and debrief reflections to identify recurring topics, patterns, and gaps in the avail-
able information. Regular team discussions were held to resolve discrepancies and refine
thematic categories. Disagreements were addressed through consensus-based dialogue.

3. Results
The results presented below are structured regarding the information needs perceived

by the patients for themselves, their social networks, and medical personnel. They were
thematically structured in the workshops in part (3), with more detail provided in part (4).
Direct quotes are added in italics and are verbatim transcriptions written down in real time
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by the project team members during the workshops. Table 2 provides an overview of the
overarching themes and identified subcategories in the workshops.

Table 2. Key themes and subcategories identified in the workshops.

Key Themes Topics Identified by Workshop Participants

Information needs of women suffering
from endometriosis

• Chronic nature of disease and need for
continuous treatment

• Alternative treatment options through
complementary and natural medicine

• Different information needs depending
on life stages and priorities

• Specialized doctors and facilities
• Financial and legal information

Information needs of social network

• Basic knowledge and awareness of
disease

• Reducing the burden of explanation
• Empathy, understanding and flexibility
• Support groups for partners

Information needs of medical personnel

• Disease knowledge and diagnosis
• Communication and patient interaction
• Treatment and pain management
• Psychosocial and socioeconomic impact
• Patient resources and support

Information delivery
• Content and design
• Depth and credibility
• Language and accessibility

3.1. Information Needs of Women Suffering from Endometriosis

The participants reported extensive information needs. Some stated that they were not
aware of the existence of the disease and only came across it when they were conducting
research on their symptoms. Many of those affected said that they would have liked more
information and education about the chronic nature of the disease, its progression, and the
need for continuous treatment: “It’s not enough to go to the doctor once or have one surgery,
or take the pill [birth control pill, note by project team] and then everything is fine. It is a chronic
disease and should be treated holistically and evaluated on an ongoing basis!” Therefore, the need
for information about alternative treatment methods through complementary and natural
medicine was expressed: “Getting informed about the variety of treatment options, including
surgery and medication, as well as other ways to alleviate symptoms, and also address coping
strategies.” Some even found the diagnosis itself a relief: “It meant I knew I wasn’t crazy and
that I could be helped.”

Information tailored to different life stages and priorities was another need expressed
by the participants, especially during the reproductive phase and menopause. Specific
information on fertility treatments, pregnancy and breastfeeding with endometriosis was
also in demand, as this seems to be very rare at present. Adequate health information should
be available on topics like treatment options and their actual chances of success, including
surgery and post-surgical care, pharmacological options, nutrition, and interdisciplinary
treatment methods. One participant commented: “Information about aftercare or an integrated
care perspective is completely neglected. You have surgery and then you’re discharged, and that’s it.”

Participants furthermore expressed a demand for information about specialized doc-
tors and facilities to be readily available, as many of those affected had to change doctors
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several times before receiving a diagnosis and treatment. Even officially recognized spe-
cialization centers sometimes fall significantly short of expectations in terms of expertise.
Self-help groups and endometriosis associations often function as a substitute for this
wished-for point of contact for exchange and support. Participants used and referred to the
terms “association” and “self-help groups” interchangeably, as both serve as key sources of
information and peer support. In some federal states, local self-help groups are particularly
active, while others rely on the national association as primary contact. Both were valued
as well-informed resources for exchange and guidance. As they are limited in terms of
time and financial resources, the participants spoke out in favor of strengthening them as
reliable, low-threshold points of contact.

Financial difficulties were discussed, as in some cases it is necessary to reduce working
hours due to illness, and at the same time, additional treatments are not covered by health
insurance. Legal information was also identified as necessary, such as the possibility of
prescription fee exemptions, insurance coverage for the costs of hormonal contraceptives, or
applications for disability status. Also, layoffs were described as common due to frequent
sick leaves because of pain episodes, especially when patients decide not to disclose their
condition at the workplace. Some endometriosis patients therefore decide to communicate
their condition and opt for official disability status to ensure higher legal protection against
layoffs. Several workshop participants were not even aware of this possibility, despite
having been diagnosed with endometriosis years ago, and learned about it in the workshop
discussions. Many of the others described how they had found out about this legal option
relatively late and only through their own research. Therefore, “In addition to medical
information, there should also be a kind of contact point where people can go and get help and tips
for their everyday life with endometriosis.”

3.2. Information Needs of Social Networks

The participants saw it as a fundamental problem that endometriosis is still either
completely unknown to most people in their environment (“Many haven’t even heard the term
yet!”) or its far-reaching effects are not clear. Although information needs differ depending
on the setting, e.g., family/partner/work, in general, basic facts about the condition itself
and its chronicity should become common knowledge: “People need to understand that this
is a chronic illness that won’t get better overnight, and there is no cure for it.” Faced with low
societal knowledge, they are given the responsibility to explain everything to their network,
which leaves them highly frustrated and worn out. Greater awareness of the disease would
reduce the burden of explaining it, as one participant stated: “As someone suffering from
endometriosis, I am not responsible for educating others about it!”

As a potential alleviation and to increase general societal knowledge, parents and
teachers should inform adolescents about which pain intensity is (ab)normal during the
menstrual cycle. Through greater awareness of endometriosis and its consequences, con-
sideration for the requirement of more flexibility at work or school is hoped for. This is
needed regarding medical appointments and understanding of reduced performance and
restricted possibility to participate in social life during pain phases.

Also, all significant others should be informed about the mental burden of the disease.
Open, trustful communication and empathy are desired for: “They should understand that the
pain is far worse than I can possibly express! It feels like lava in my belly!” Another participant
stated: “Don’t belittle the complaints and feelings of those affected just because you can’t or don’t
want to deal with them.” Often, social networks want to help but do not know how. Partners
need easy-to-understand information on how they can help and regarding the impact of
endometriosis on reproductive health, family planning and sexual activity. Self-help groups
for partners of patients were suggested.
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3.3. Information Needs of Medical Personnel

The major information need of medical personnel, according to the workshop results,
is knowledge about the disease itself. Often, participants stated having a markedly better
knowledge about the disease than even gynecologists, and that this lower knowledge is
resulting in a diagnostic delay and patients’ loss of trust in the healthcare system. As
one participant put it: “I lost faith in medicine and never regained it.” Moreover, participants
reported feeling very tired of having to look for information themselves. Own research is
even reported as necessary to ensure being taken seriously: “I learned the terminology so that
I could prepare myself for health encounters.”

Participants highlighted that they felt that medical personnel, except in specialized
endometriosis centers, did not possess adequate knowledge of the multifaceted symptoms
and subsequent patient needs or treatment options. They also highlighted that there seems
to be no or not enough quality control regarding medical personnel who were presenting
themselves as experts on endometriosis. The participants suggest that information about
endometriosis should be included in all healthcare curricula, as the symptoms are often not
only gynecological. Moreover, addressing it in all healthcare professions could improve
interdisciplinary treatment. Ideally, endometriosis information packages co-created with
patients are available for all HCPs.

Moreover, medical staff need to be better informed about how to communicate with
patients in general, and with those affected by endometriosis in particular. Participants
reported not feeling taken seriously as symptoms were downplayed or dismissed as
psychological. In addition, pelvic pain was often presented as normal. “I suspected it might
be endometriosis, but if the doctor says it isn’t, then you believe it,” described one individual.
According to the participants, the fact that pelvic pain and period pain are often presented
as normal also makes diagnostic discussions more difficult. Many women, especially
younger women, often lack information about what is „normal”: “Doctors should actively
ask about symptoms and not just say, ‘Is everything okay?’” Moreover, treatment plans should
be carefully presented. “When doctors say ‘Let’s try this’—statements like this make patients feel
as if they are being used for experiments!”

The participants also highlighted that medical personnel should possess the latest
information on treatments and their success rates. Most especially, they wanted doctors to
know that pregnancy is not necessarily a cure, as some participants got this recommenda-
tion as a treatment method. However, this is not evidence-based, and many endometriosis
sufferers have fertility problems due to the disease. Some patients may not see pregnancy
as a priority either. “Don’t just focus on reproductive ability, but also on the fact that women want
to live pain-free!”

It would be desirable for HCPs to have more information on pain management. Some
participants reported that HCPs they visited attributed side effects of pain treatments to
(non-existent) substance abuse. This is because high doses of painkillers affect the liver,
so information on the side effects of treatments is required. In addition to purely medical
issues, those affected would like health care providers to be aware of the far-reaching
psychosocial and socioeconomic side effects that endometriosis entails and for these to be
addressed in consultations with doctors or through psychosocial support. Pressure and
socioeconomic side effects of the disease, such as relationship problems, layoffs/reductions
in working hours due to frequent sick days and the resulting financial issues, are often not
considered in endometriosis care.

Doctors should also be aware that such a diagnosis requires a great deal of information,
which they might not have the time to deliver in complete depth. They should therefore not
only take time to answer questions but also know about the information material they can
refer to: “The brochures should be handed out by family doctors or gynecologists at the latest. But
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that’s not how it works in reality. As a patient, I have to take the initiative and look for information
myself!” Often, self-help groups and seeking information on their own seemed necessary to
supplement the lacking information.

3.4. Information Delivery

The brochures reviewed during the workshops received mixed feedback. While
some were considered outdated and visually unengaging, others were seen as helpful.
A frequent point of criticism was the imagery used, which participants found partly
unrelatable or unhelpful. Shorter brochures with less content were considered suitable
for patients who had only recently been diagnosed, as they offer an easier introduction
to the topic. However, participants mainly expressed a desire for more detailed and
comprehensive information to address their broader needs. There was also a request to
cite original sources and scientific references to enhance the credibility and transparency of
the information provided. Participants noted that certain phrases, such as the suggestion
to “prepare well for conversations with medical staff’, could inadvertently place undue
responsibility on those affected. Similarly, the common advice “exercise is beneficial” was
criticized for potentially implying that pain can simply be alleviated through physical
activity, again shifting responsibility onto individuals. Additionally, key topics, including
nutrition, disability assessment and prescription charge exemptions, were either absent
or inadequately addressed. A significant concern was the lack of accessibility: none of
the materials were designed to be easily readable by people with visual impairments.
Participants clearly expressed the need for simpler, clearer language, multilingual options
and inclusive formats that cater to diverse audiences, including potential caregivers of
people with special needs. Overall, there was a desire for practical, everyday-oriented and
supportive materials that empower those affected and their networks.

4. Discussion
The aim of the study was to evaluate the information needs of endometriosis patients,

their social contexts and medical personnel based on the perspective of the patients as
experts. This was done in four participatory workshops by evaluating existing information
and having participants co-create lists of information needs together with suggestions for
improvements in existing information material. This approach provides a more compre-
hensive understanding of systemic challenges and opportunities for support. It served as a
combination of participation, empowerment and network-fostering opportunity.

Information needs arise from being affected by the disease, the lack of knowledge in
society and thus direct social relationships, plus due to medical curricula not fully covering
reproductive and female health topics.

4.1. Information Needs of Women Suffering from Endometriosis

Patients diagnosed with a chronic illness often experience their illness as a stressor
and develop mechanisms for coping with it [32,33]. A common strategy when faced with
issues that come with a chronic condition, such as endometriosis, is information seeking.
While at the beginning the main question centers on the causes of the symptoms, after
diagnosis, there is uncertainty about what to do next [34]. The perceived helplessness when
trying to manage unexplained pain is high [35], which is why many sufferers feel the need
to educate themselves. This self-education is central to managing symptoms and building
resilience [32], but also as preparation for health encounters [18]. Sources of information
used for self-education include written material, like books, brochures and online research,
but also exchange with other affected persons via endometriosis associations, self-help
groups and social media [18,32].
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Just as reported by Senyel et al. [24] summarizing four studies, women with en-
dometriosis want information on

• the disease itself (incl. causes, progression and the complete consequences for all
areas and phases of life, i.e., relationships, pregnancy/infertility/menopause, pain
and disease management);

• its therapy options (incl. physical and psychological, especially surgery);
• support available in healthcare;
• self-help strategies;
• how to communicate with their social networks;

Ideally, this information is provided by HCPs. Roomaney and Kagee [32] found that
real-life information, i.e., other patients’ experiences, was mentioned as relevant, especially
for those who knew no other affected person. In our study, this was discussed in the
context of information seeking (necessity) and how self-help groups were providing the
assistance the participants felt was not fully covered in the healthcare system. Participants
additionally highlighted the relevance of legal information, an aspect not focused on in
the literature so far. They also made it very clear that receiving high-quality information,
communicated in a compassionate way, was not always the case.

Based on the work done on various medical conditions, Senye et al. [24] suggest that
information needs vary based on disease progression, life phases, needs, culture, and
personal living conditions and choices. This was confirmed by the participants in our
workshops, except for culture. As a new topic, however, the respondents highlighted
that information material on endometriosis should also be available for individuals with
potential physical or cognitive limitations, as well as for their caregivers, and be available
in Braille, audio format, and easy language.

Not only accessibility but also the quality of information about endometriosis poses
challenges. As the workshops showed, some of the information provided in the brochures
was already out of date. This is why the internet would be a useful medium for providing
information, as websites are easy to update. Social media can also help to publish new
information rapidly and increase awareness, exchange and self-help (often covering, e.g.,
nutrition, herbs, and exercise/yoga), but also carries a high risk of misinformation [18].
However, quality assurance is more difficult to implement online. Hirsch et al. [36] analyzed
54 websites on endometriosis in terms of quality and readability. None of the analyzed
sites were easy to read; 83% were at college level or higher, often incomplete, inaccurate
or poorly written. Inadequate health information bears risks of physical, emotional or
financial harm [36]. Contradicting information from internet research with the information
received from HCPs can lead to mistrust in medical recommendations [37,38]. Independent
information services such as informedhealth.org, provided by the Institute for Quality and
Efficiency in Health Care, are attempting to raise awareness. However, it remains unclear
which channels effectively reach those affected and what effects this has on the use of
healthcare services [18].

4.2. Information Needs of Social Networks

Women with endometriosis perceive an empathetic and understanding environment
as an important support mechanism in dealing with the disease. The frequent lack of
awareness of the far-reaching effects of the disease often leads to problems in social re-
lationships [6,39]. Most importantly, partners need to be educated regarding the effects
of endometriosis on reproductive health, consequences for romantic relationships, family
planning, and how to help during pain episodes. The latter is also relevant in friendships, as
all those in the social networks of patients need to know that, e.g., cancelling appointments
in these phases is to be expected. Therefore, several studies [6,39,40] have emphasized
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the need for educational materials for partners, family, friends and employers, as was
underlined in the workshops. At the time of our study, no specific brochures aimed at
relatives, friends, employers or partners could be found in German. In some brochures for
patients, the topic “partnerships” was mentioned only briefly. However, the Endometriosis
Association Germany now has a dedicated section on its website aimed specifically at
relatives [41].

4.3. Information Needs of Medical Personnel

Medical training does not yet extensively cover reproductive health and endometrio-
sis [42–44]. Some doctors report hearing about endometriosis for the first time in continuing
education courses or from their patients [44]. This may be one of the reasons why most
workshop participants described the path to diagnosis as challenging and frustrating,
requiring multiple visits to different doctors. The arduous path to diagnosis described
by the participants is consistent with the literature. In most cases, multiple contacts with
HCPs [45] and referrals to specialized facilities are necessary [46,47]. According to the
workshop participants, this is due to a lack of endometriosis-related education and training
among many health care providers. According to them, many general practitioners are
not sufficiently informed about the disease and its main symptoms [48,49] and underesti-
mate its prevalence rate [42,43]. Training on endometriosis and its wide-ranging, diverse
symptoms should therefore be included in all medical curricula and continuing medical
education programs [13,50]. This ensures that the “often cyclic and sometimes aspecific symp-
toms presented” [13] (p. 528) can be correctly identified at an early stage. Initial contact with
HCPs plays a key role in timely diagnosis. Another central problem is the often inadequate
information provided at the time of diagnosis [6], as there is no validated, routinely used
questionnaire for systematically assessing the experience of menstrual pain [43].

Participants in the workshops described searching for information on complementary
medicine approaches and holistic, interdisciplinary treatment methods to manage their
disease. It is precisely this kind of multimodal, interdisciplinary and patient-centered care
approach that is also recommended in the literature [19,51,52]. This also means that HCPs’
expertise regarding recommendations for, referral to, or advice against complementary
methods would be highly appreciated by the patients. In addition to providing comprehen-
sive information, HCPs may profit from training to identify problems from the patient’s
perspective and jointly set goals and strategies for current needs [6,53]. This would allow
covering medical, psychological and quality of life aspects, and for a collaboration of
various specialist disciplines (such as gynecology, pain therapy, nutritional counselling,
physiotherapy and psychotherapy) to ensure holistic and individual care [51,52]. As a result,
this could help reduce emergency presentations, hospital admissions and painkiller use [54],
but would require resources for implementation, e.g., finances for holistic treatments [50].
Currently, the latter usually takes place in specialized centers, creating a bottleneck with
long waiting times. Regional networking and the expansion of interdisciplinary, integrated
care outside of specialized centers would improve endometriosis care [18]. Nevertheless,
these, as well as claims regarding specialization in endometriosis care, also need quality
checks and controls.

A valuable addition to the above would be communication training to acknowledge
the psychosocial aspects of the disease [52]. Doctors are often inadequately trained in
psychosocial aspects [50,55], do not see these as their responsibility [48], or do not have the
necessary time and resources to cover them, in addition to many other demands. Time is
also required to make all treatment options transparent, discuss them and show empathy for
the physical and psychological stress caused by the disease [56]. Even if this is often difficult
to implement in everyday life and would require a system change, it leads to high patient
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satisfaction [56] and, accordingly, trust in medical recommendations [57]. For the latter and
to improve quality of care, research also recommends that HCPs learn to understand their
(treatment plan’s) impact on patients and the skills to “acknowledge and incorporate women’s
knowledge of their bodies into medical encounters” [58] (p. 22). The validation of emotions and
pain would help to cushion the negative effects on well-being [59,60]. A lack of empathy
and emotional support from HCPs can result in patients developing a long-term distrust
towards the healthcare system [61]. Numerous workshop participants reported a loss
of trust in the healthcare system due to the long diagnosis period and lack of treatment
options and feeling not taken seriously during their medical appointments.

4.4. Limitations

The study relied on self-selection, as participants responded to open recruitment calls
via various channels. To protect participant privacy and adhere to ethical guidelines, we
did not verify participants’ self-reported endometriosis diagnoses. However, recruitment
via self-help groups, the requirement of participants’ substantial commitment (i.e., time
for preparing for the workshops and some participants even travelling to the workshops
from different provinces), plus the depth and context-specific nature of discussions (e.g.,
treatments, symptom management, and diagnostic journeys) strongly indicate that all
participants had lived experience with the condition. To prioritize participant comfort,
we have decided not to record the workshops. While the absence of audio recordings
may limit the granularity of our data, we minimized potential loss of information through
real-time documentation by one or two moderators per workshop, as well as through
the recurrent nature of themes across sessions. The participatory clustering of flipchart-
based discussions ensured that key insights were captured and validated collaboratively
on-site. Although a wide range of channels was used to recruit participants, they were
rather young (mostly between 20 and 30 years old) and well educated (most had at least
A-levels, many with a university degree). This may have influenced the evaluation of the
brochures presented and may have led to the high level of detail in the input provided
by the participants. It is also possible that the necessity to register for the study and
to prepare for the workshop by reading four brochures was a deterrent for people with
limited time resources or lower digital affinity. Moreover, many participants were recruited
through endometriosis support groups, which may have led to an overrepresentation of
participants who are more engaged or who suffer from more symptoms than other women
with endometriosis. Nevertheless, these individuals would also be expected to provide
more detailed feedback regarding information needs. The workshop participants had
extensive knowledge and a high level of health literacy, which they acquired through
self-education and exchanges in self-help groups.

5. Conclusions
Endometriosis patients are in urgent need of empowerment through high-quality

information [62], health literacy interventions to help them understand the information
they receive [23], and health promotion.

Practical Implications: All aspects of health promotion and prevention are required,
including advocacy at the policy level and raising awareness in medical and public edu-
cation. Involving endometriosis patients has revealed the far-reaching consequences of
endometriosis in all areas of life, demonstrating the need for a comprehensive view of
the disease that goes beyond the medical diagnosis. Socioeconomic side effects of the
disease, such as relationship problems, reduced social participation, dismissal or reduced
working hours due to frequent sick days and the resulting financial problems, are often not
considered in information on endometriosis. Many participants described a loss of trust in
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the healthcare system, which could also be problematic in relation to other diseases. The
duration of the diagnostic process, treatment options and symptoms of endometriosis are
often perceived as traumatic. Participants reported losing trust in themselves and how only
persistence and self-help groups helped them overcome (some) of the obstacles faced. They
highlight that societal awareness needs to be raised to shorten the diagnostic delay, e.g., by
already informing about endometriosis in school and in all medical curricula.

Implications for having complete and consistent information: The wide range of topics
covered in the co-creative workshops reflects the need for a comprehensive and holistic
approach to providing information on endometriosis. Reliable, evidence-based information
resources that are easy for laypeople to understand are a necessary supplement to the
information provided in doctor–patient consultations [63] and a step towards empowering
those affected to manage and cope with their chronic condition [32,60]. Having complete
and consistent information reduces anxiety, and being given the opportunity to ask ques-
tions, conducting independent research and discussing interventions can support patients
in the management of their disease [52,62,64]. In addition to a comprehensive consultation,
reliable information that is understandable to laypeople is necessary for patients and their
social network to manage a chronic disease such as endometriosis. Doctors and HCPs
can play an active guiding role here by referring patients to such relevant further infor-
mation [24], which ideally is available in multiple languages and covers physical, social,
emotional, relational, and financial questions.

Provision of Information: Although our study participants were primarily highly
engaged, well-educated younger women, their ongoing difficulties accessing information
suggest that systemic barriers exist even for individuals with high health literacy and
advocacy experience. This raises critical concerns about the challenges faced by populations
who are less engaged or less educated, who may experience even greater difficulties in
navigating the healthcare system and obtaining reliable information. This further highlights
the urgent need for inclusive, accessible information materials. A central information point
would make it easier for those affected to obtain the information they need without having
to conduct time-consuming research themselves.

Since printed material can get outdated, the (additional) creation of a digital platform
might enable modular, updatable content to be tailored according to disease phase, age,
topic (e.g., legal, psychosocial, medical), or audience (including a dedicated HCP section).
This would allow for a flexible, adaptive information ecosystem that can evolve with
users’ needs and be used for print versions. The information should be evidence-based,
up-to-date and tailored to the specific needs and life stages of the target groups. Creating
such high-quality information materials that are suitable for those affected, a co-creation
process with HCPs, women with lived experiences and women’s health organizations is
recommended [24]. Including patients in the creation of information material, also for
medical personnel, is an innovative and promising approach for complex chronic diseases
like endometriosis.
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Appendix A. Brochures Used in the Workshops
Table: Overview of brochures used in the workshops.
Note: The brochures were used as supporting materials during the participatory

workshops to explore informational gaps and co-create ideas for improved resources. The
feedback provided by participants reflects their individual experiences and perspectives
and is intended to contribute to the ongoing improvement of endometriosis-related infor-
mation. We acknowledge the valuable efforts of all organizations and authors involved in
creating these resources.

Table A1. Overview of the brochures used in the workshops.

Title Publisher

a. Endometriose Basiswissen
(Endometriosis Basic Knowledge)

Endometriose Vereinigung Deutschland
(Endometriosis Association Germany)

b. Endometriose—Schmerzen verstehen
(Endometriosis—understanding pain)

Deutsche Schmerzgesellschaft (German
Society for the Study of Pain)

c. Endometriose—eine wachsende, oft
verkannte Frauenkrankheit
(Endometriosis—a growing, often
misunderstood women’s disease)

Fachgruppe Endometriose der
Arbeitsgemeinschaft für Gynäkologische
Endoskopie (AGE) (Endometriosis
Specialist Group of the Working Group
for Gynecological Endoscopy (AGE))

d. Ernährungsinformationen
Endometriose (Endometriosis
Nutritional Information)

EVA—Endometriose Vereinigung
Austria (EVA—Endometriosis
Association Austria)

e. Informationen über Endometriose
(Information about Endometriosis)

EVA—Endometriose Vereinigung
Austria (EVA—Endometriosis
Association Austria)

f. Endometriose—Wie führe ich ein gutes
Gespräch mit meinem Arzt/meiner
Ärztin? (Endometriosis—How can I
have a productive conversation with
my doctor?)

Endometriose Vereinigung Deutschland
(Endometriosis Association Germany)
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Table A1. Cont.

g. Leben mit Endometriose—Geprüfte
Informationen und hilfreiche Tipps für
Betroffene (Living with
endometriosis—Verified information
and helpful tips for those affected)

Gesundheitsfonds Steiermark (Styria
Health Fund)

h. Mit Endometriose leben—Physische,
psychische und soziale Auswirkungen
(Living with endometriosis—Physical,
psychological, and social effects)

Endometriose Vereinigung Deutschland
(Endometriosis Association Germany)
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