Supplementary File 1

Survey "Your Perspective as a Patient on a National Knowledge Centre for Endometriosis and Adenomyosis in Denmark" – English Version
Would you like to help us improve endometriosis and adenomyosis management in Denmark? If so, we would very much like to hear your opinion.
In close collaboration between Aarhus University (FEMaLe Project) and the Danish Endometriosis Patient Association, we are exploring which services a future National Knowledge Centre for Endometriosis and Adenomyosis could offer — and we need your input.
Right now, there are specialized hospital units for endometriosis in Copenhagen and Aarhus, but we want to find out how a Nationwide Knowledge Centre can best support patients. Therefore, we ask you: What do you need? What is most important to you?
Important to know: No funds have yet been allocated to establish a National Knowledge Centre, and the Government has not announced any eventual plans for such a Centre.
How can you help?
✔ Answer our questionnaire which takes approximately 12 minutes. 
You can write elaborative responses along the way.
✔ Your answers are anonymous, and all information will be treated confidentially.
Who is behind this?
The study is conducted by researchers from Aarhus University and is used solely for research purposes. Read about why and how Aarhus University processes your personal data: Information obligation (hyperlink).
Any questions?
You are welcome to contact Ulrik Bak Kirk at ubk@ph.au.dk.
Thank you very much in advance for your time and input!
 


Consent Form
According to guidelines for good ethical research, participants must give their explicit consent to participate in studies.
Your participation in this study is voluntary, and you can withdraw at any time without providing a reason.
All data will be treated confidentially, analyzed only in anonymized form, and not shared with third parties.
(1) ☐ I confirm that I am at least 18 years old, diagnosed with endometriosis and/or adenomyosis, and have read and understood the consent declaration.
(2) ☐ I do not wish to participate in the study.



1. Background Information

What is your gender?
(1) ☐ Woman
(2) ☐ Man
(3) ☐ Non-binary
(4) ☐ Other
(5) ☐ Prefer not to answer
What is your age group?
(1) ☐ 18–24
(2) ☐ 25–34
(3) ☐ 35–44
(4) ☐ 45–54
(5) ☐ 55–64
(6) ☐ 65+
(7) ☐ Prefer not to answer
Where in Denmark do you live?
(1) ☐ North Denmark Region
(2) ☐ Central Denmark Region
(3) ☐ Region of Southern Denmark
(4) ☐ Region Zealand
(5) ☐ Capital Region of Denmark
(6) ☐ Prefer not to answer
What is your highest level of education completed?
(1) ☐ Primary education (1–10 grade)
(2) ☐ Upper secondary education
(3) ☐ Vocational education (e.g., craftsperson, gardener, farmer, office and retail programs, SOSU, etc.) 
(4) ☐ Short-cycle higher education (2-2½ år) (e.g., IT technologist, academic profession degree, dental hygienist, building technician, etc.)
(5) ☐ Medium-cycle higher education (3-4½ år) (e.g., bachelor's degree, diploma programs, teacher, pedagogue, nurse, construction architect, etc.)
(6) ☐ Long-cycle higher education or PhD (5-8 år),  (e.g., master's degree, PhD, etc.) 
(7) ☐ Other education (e.g., educations in the military, police, as driving instructor, train driver, etc.)
(8) ☐ Prefer not to answer
What is your current main occupation?
(1) ☐ Employee
(2) ☐ Self-employed
(3) ☐ Assisting spouse
(4) ☐ Mandatory military service 
(5) ☐ Unemployed
(6) ☐ Stay-at-home person without formal employment 
(7) ☐ Pensioner (age-related)
(8) ☐ Disability pensioner
(9) ☐ Early retirement/flexible pension
(10) ☐ Long-term sick leave
(11) ☐ Student/pupil/course participant
(12) ☐ Otherwise out of the workforce
(13) ☐ Prefer not to answer

What is your relationship status?
(1) ☐ Single
(2) ☐ Living with a partner
(3) ☐ Married
(4) ☐ Divorced
(5) ☐ Widow/widower 
(6) ☐ Prefer not to answer

What is your household’s total annual income before tax?
(1) ☐ 0–99,000 DKK
(2) ☐ 100,000–199,000 DKK
(3) ☐ 200,000–299,000 DKK
(4) ☐ 300,000–399,000 DKK
(5) ☐ 400,000–499,000 DKK
(6) ☐ 500,000–599,000 DKK
(7) ☐ 600,000–699,000 DKK
(8) ☐ 700,000–799,000 DKK
(9) ☐ 800,000–899,000 DKK
(10) ☐ 900,000–999,000 DKK
(11) ☐ 1,000,000 DKK or more
(12) ☐ Prefer not to answer
2. Referrals to Endometriosis Specialist Centre

To what extent do you agree with the statement: "Due to resource limitations, focus should be on the women who are most negatively affected by their condition in daily life"?
(1) ☐ To a very high degree
(2) ☐ To a high degree
(3) ☐ To some degree
(4) ☐ To a low degree
(5) ☐ To a very low degree
(6) ☐ Not at all

What do you consider as an acceptable waiting time for first referral to consultation at one of the two endometriosis specialist centres?
(1) ☐ 2 weeks
(2) ☐ 4 weeks
(3) ☐ 6 weeks
(4) ☐ 2 months
(5) ☐ 3 months
(6) ☐ 4 months
(7) ☐ 4–6 months

What do you consider as an acceptable waiting time for a new referral to consultation, if you have previously been a patient at one of the two endometriosis specialist centres?
(1) ☐ 2 weeks
(2) ☐ 4 weeks
(3) ☐ 6 weeks
(4) ☐ 2 months
(5) ☐ 3 months
(6) ☐ 4 months
(7) ☐ 4–6 months



3. Follow-up at Endometriosis Specialist Centre
	
	To a very high degree
	To a high degree
	To some degree
	To a low degree
	To a very low degree
	Not at all

	To what extent do you agree that consultations could be done as video consultations?
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	To what extent could you imagine follow-ups being conducted by an endometriosis nurse?
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	To what extent is it important for you to always see the same doctor?
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	To what extent is it important for you to have a long-term treatment plan?
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)



Do you have suggestions for how relatives can be involved in the treatment process? 
(Open text field)




4. Research and Quality Assurance at Endometriosis Specialist Centre
	
	To a very high degree
	To a high degree
	To some degree
	To a low degree
	To a very low degree
	Not at all

	To what extent do you mean that it is important that specialist centres for endometriosis conduct quality assurance of their results?
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	To what extent do you think that it is important that specialist centres for endometriosis conduct research?
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	To what extent would you be willing to fill out a questionnaire on your health before and after treatment and during follow-ups at specialist centres for endometriosis?
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	To what extent is it important for you to be able to provide feedback on the treatment/consultation after each consultation?
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)






5. Multidisciplinary Management at Endometriosis Specialist Centre
To what extent is it important for you that one of the two specialist centres for endometriosis can refer you to relevant professionals who understand the condition(s)?
(1) ☐ To a very high degree
(2) ☐ To a high degree
(3) ☐ To some degree
(4) ☐ To a low degree
(5) ☐ To a very low degree
(6) ☐ Not at all 
Which services would you like to be referred to from an endometriosis specialist centre?
	
	To a very high degree
	To a high degree
	To some degree
	To a low degree
	To a very low degree
	Not at all

	Physiotherapy
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Gynecological/obstetric physiotherapist

	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Psychologist
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Psychotherapist
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Body therapist
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Chiropractor
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Osteopathy
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Sexologist
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Dietitian/nutritionist
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Everyday help (childcare, cleaning, cooking, gardening, dog walking, etc.)
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Fertility treatment
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Acupuncturist
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Exercise as treatment (e.g., yoga)
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Mindfulness
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Medical devices
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Body SDS
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)


Please indicate if there are other services you would like to be offered:
(Open text field)

6. Information, Education, and Support
How do you prefer to be informed about endometriosis and/or adenomyosis?
(Multiple answers possible)
(1) ☐ Verbally from the endometriosis specialist (doctor)
(2) ☐ Verbally from the endometriosis nurse
(3) ☐ Written information
(4) ☐ Other (please specify): ______

To what extent would you consider it important  to have information about endometriosis/adenomyosis readily available on the website 
of a National Knowledge Centre for Endometriosis and Adenomyosis?
(1) ☐ To a very high degree
(2) ☐ To a high degree
(3) ☐ To some degree
(4) ☐ To a low degree
(5) ☐ To a very low degree
(6) ☐ Not at all 

In your opinion, who is mainly responsible for informing other healthcare professionals about endometriosis/adenomyosis?
	
	To a very high degree
	To a high degree
	To some degree
	To a low degree
	To a very low degree
	Not at all

	Endometriosis Patient Association
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	Knowledge Centre for Endometriosis and Adenomyosis
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	The Danish Medical Association

	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	The Danish Health Authority

	(1)
	(2)
	(3)
	(4)
	(5)
	(6)

	University (education)
	(1)
	(2)
	(3)
	(4)
	(5)
	(6)


To what extent is it important that the National Knowledge Centre for Endometriosis and Adenomyosis offers support groups for patients?
(1) ☐ To a very high degree
(2) ☐ To a high degree
(3) ☐ To some degree
(4) ☐ To a low degree
(5) ☐ To a very low degree
(6) ☐ Not at all

How often would you like to attend such meetings with other patients with endometriosis and/or adenomyosis?
(1) ☐ Weekly
(2) ☐ Every 2 weeks
(3) ☐ Every 3 weeks
(4) ☐ Monthly
(5) ☐ Every 2 months
(6) ☐ Every 3 months

7. Your Thoughts on Follow-up and Treatment
What have you missed or still miss the most in relation to follow-up 
or treatment as a patient with endometriosis/adenomyosis?
(Open text field)

Thank you very much for your participation!
Remember to click "Finish" so your response is saved.
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