Informed Consent for Complement-Related Nephropathy Research Interview-Expert Version
Dear Participant,
Hello! We are the Complement-Related Nephropathy Research Team from Shandong University. We are currently conducting a study on the current diagnosis and treatment status of patients with complement-related nephropathy. We would like to understand the current situation regarding the diagnosis and treatment of patients with this type of disease, to provide evidence-based support for further improving patient care. Participation in this study is entirely voluntary. An interviewer from the Shandong University research team will conduct a 40-50 minutes interview with you at a time convenient for you. For recording purposes, the entire interview process will be audio-recorded. All responses will be treated anonymously and kept strictly confidential. Please be assured that the collected information will not be disclosed. Thank you very much for your participation!
Do you agree to participate?
□ Yes (Proceed with interview)             □ No (End interview)
	Participant’s Signature (or Fingerprint):
	
	I have read and understood the content above, and I agree to participate in this survey.


Date:        

No.:         
I. Basic Information
1.  Gender:   A. Male          B. Female

2.  Age (in years):            

3.  Educational Background:

A. Ph.D.    B. Master’s   C. Bachelor’s   D. Associate Degree   E. Other

4.  Years of Work Experience (years):              

5.  Years of Experience in Nephrology (years):              

6.
Your Professional Title:

A. Chief Physician    B. Associate Chief Physician    C. Attending Physician       D. Resident Physician
II. Interview Questions
1. What is the overall condition of the aHUS patients you are treating?
2. Based on your clinical experience, what is the typical journey that rare disease patients undergo before receiving a definitive diagnosis? What do you consider to be the primary obstacles to their diagnosis? Diagnostic methods and misdiagnosis situations?
3. What is the utilization of healthcare services among patients with aHUS? After patients receive a diagnosis, what are the primary practical challenges you and your team face when providing them with long-term, ongoing treatment and management services?
4. Regarding the treatment of aHUS diseases: 1) What treatment options are available, and what are their respective advantages and disadvantages? 2) What challenges exist? (e.g., medications, health insurance policies, etc.)
5. Regarding the diagnosis and treatment of this disease, your thoughts or suggestions, as well as the support you expect—such as policies, social assistance, medical care, medications, etc.
