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A quick, print-friendly checklist created by SITUS Foundation to help patients and families feel prepared, confident, and heard—especially when navigating rare or complex conditions such as situs inversus.

Before the Appointment
☐ Appointment date, time, location (or telehealth link)
☐ Insurance card and photo ID
☐ Referral or prior authorization (if required)
☐ One-page medical summary (diagnoses, surgeries, hospitalizations)-Optional
☐ Medication list (name, dose, frequency)
☐ Allergy list (including reactions)
☐ Recent test results, imaging, and reports
☐ Family medical history (relevant conditions)
☐ Symptom list (what, when it started, what helps/worsens it)
☐ Top 3 questions or concerns for the Doctor’s visit
1.
2.
3.
☐ Notebook, pen, or phone for notes
☐ Supportive person arranged (in person or by phone/video)
☐ Join our Support Group 
Helpful Advice: Finding a Pediatrician/Primary Care Physician who understands rare conditions and is willing to address the whole individual’s needs is crucial. Building trust with healthcare providers and the relief of finally finding a supportive physician can help maintain effective communication and reduce health anxiety. Building your full team of Medical Providers can take time-so trust your gut. If desired, get the second opinion if you want-it is your health after all!
Day of the Appointment
☐ Arrive/log in 15–20 minutes early
☐ Wear comfortable clothing (easy for exams if needed)
☐ Be ready to clearly state your main concern first
☐ Share goals for the visit
☐ Ask for clarification if something is unclear
☐ Take notes or ask for written instructions

Specialists & Testing History
Have You Seen These Specialists?
☐ Pediatrician or Primary Care Provider (PCP)
☐ Cardiologist
☐ Pulmonologist (if concern for Primary Ciliary Dyskinesia / PCD or Respiratory Complications)
☐ Genetic Counselor 
☐ Geneticist
☐ Orthopedic/ Spine Doctor
☐ Infectious Disease Doctor, Hematologist, or Immunologist (If immunocompromised, frequent infections, and hospitalizations)
☐ Other specialists: __________________________
Have You Had These Tests?
☐ EKG (Electrocardiogram)
☐ Echocardiogram (heart ultrasound)
☐ Abdominal Imaging (Ultrasound, CT scan, or Gastrointestinal Fluoroscopy)
☐ Chest Imaging (X-Ray)
☐ Genetic Testing
☐ PCD Testing
☐ Other tests: __________________________
Extra (Rare or Complex Conditions)
☐ Note your specific diagnosis (e.g., situs inversus, dextrocardia, PCD, Kartagener, heterotaxy, or related conditions)
☐ Bring prior imaging reports (Ultrasound, CT, MRI, echocardiogram) and surgical records
☐ List specialists involved in your care and their contact information
☐ Ask how this provider will coordinate care with your other doctors
☐ Share any prior anesthesia, surgical, or procedural considerations
☐ Bring condition-specific resources or guidelines if available
☐ Keep a medical timeline for future visits
☐ Purchase and wear a Medical ID Bracelet listing all diagnosis, your name, birth date, allergies, and emergency contact information
☐ Connect with patient advocacy, support groups, and education through SITUS Foundation
Helpful Questions to Ask Your Doctor
☐ What is my diagnosis or the possible causes of my symptoms?
☐ Are there any concerns related to organ position (for example, situs inversus or heterotaxy)?
☐ What does my spleen look like-are there any defects? Should I get additional testing for this?
☐ Does my EKG or echocardiogram tests indicate I have any arrythmias or heart defects?
☐ Do any of my abdominal scans or tests indicate if I have any gastrointestinal defects or blockages?
☐ Do I need additional testing or imaging? What are you looking for?
☐ Should I see any specialists?
☐ What symptoms or red flags should prompt urgent medical attention?
☐ Could this be related to Primary Ciliary Dyskinesia (PCD) or another genetic condition?
☐ Would genetic testing be helpful for me or my family?
☐ Are there precautions needed for surgery, anesthesia, or procedures?
☐ How will this affect my daily life, sports, work, travel, or school?
☐ How will you coordinate care with my other doctors?
☐ If I think of other questions after I leave this appointment, how can I keep in touch to get an answer?
☐ When should I follow up next?

After the Appointment
☐ Hooray, you did it! Reward yourself or your child with a little treat or small gift  
☐ Schedule follow-up appointment(s)
☐ Review visit summary in patient portal
☐ Understand diagnosis or next steps
☐ Complete labs, imaging, or referrals
☐ Start or adjust medications as directed
☐ Add updates to your personal health record
☐ Contact the office with questions or side effects

You are not alone. SITUS Foundation is here to support patients, families, and clinicians navigating rare and complex conditions.
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